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PREFACE 


Brussels, 6 November 2022 


In recent years, the theme of ageing has increasingly gained attention in the 
public debate. Politicians and economists have become particularly aware 
of the increasing number of older persons in the world. 

On the International Day of Older Persons, 1 October 2022, the Secretary-General 
of the United Nations António Guterres mentioned in his message the following: 


On this International Day of Older Persons, we focus attention on the resilience of 
the more than one billion older women and men in a changing world. The past years 
have witnessed dramatic upheavals — and older people often found themselves at the 
epicenter of crises. They are particularly vulnerable to a range of challenges, including 
the COVID-19 pandemic, the worsening climate crisis, proliferating conflicts, and 
growing poverty. Yet in the face of these threats, older people have inspired us with 
their remarkable resilience. By 2030, 1.4 billion people will be at least 60 years old. 
Our task as societies and as the global community is to address the challenges of 
longevity — and unleash its potential. We must promote the social, economic, and 
political inclusion of all people at all ages. This pledge is enshrined in the Sustainable 
Development Goals. Lifelong learning, strong social protection, accessible quality 
long-term health care, bridging the digital divide, intergenerational support, dignity 
and respect are essential. Older persons are a tremendous source of knowledge and 
experience. We must strive to ensure their active engagement, full participation, 
and essential contributions to our societies. Together, let us build more inclusive 
and age-friendly societies and a more resilient world (Guterres, 1 October 2022). 


More than a decade ago, be.Source, a private foundation, took the initiative 
to promote the quality of life of vulnerable senior citizens by helping them 
to access a certain art of living and fostering their empowerment to enable 
them to enhance their participation in the community in which they live. 
Improving their quality of life by focusing on the social aspects helps maintain 
their dignity. This is the main goal of the be.Source foundation. 

be.Source supports local initiatives in Belgium that aim to improve the 
living conditions of underprivileged senior citizens. The be.Source private 
foundation notably created a ‘hub’, gathering thirteen partner non-profit 
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associations — active in fields such as culture, socialising, mobility and recrea- 
tion - that all strive to enhance the dignity of underprivileged older persons. 

The be.Source foundation hub is a crossroads and meeting point to develop 
synergies and cooperation among the partner associations providing leverage 
for their individual achievements. The foundation focuses on underprivileged 
older persons along five strategic lines of action: 

- mobility, 

— recreational activities, 

— cognitive decline, 

— loneliness and 

—  intergenerational interactions. 

We wish to change the way some people view older persons. They are reposi- 
tories of knowledge and a source of family and social pride. 

To enrich the hub with proper scientific standards, a university chair 
named Empowerment of Underprivileged Elderly was commissioned in 2017 by 
the be.Source foundation at the KU Leuven under the direction of Professor 
Tine Van Regenmortel with the cooperation of Dr Jasper De Witte. The HIVA 
(Research Institute for Work and Society) at KU Leuven was determined to 
be a suitable partner to conduct these studies in cooperation with our hub. 

This publication is the result of their research realised in complete in- 
dependence. The basic assumption of the research was that older persons 
themselves are the best experts to define their own needs and concerns — in 
short, they deserve their own empowerment. 

We hope that the investigations published in this monograph under the title 
Silver Empowerment: Fostering Strengths and Connections for an Age-Friendly 
Society will benefit all actors in the sector of caregiving to vulnerable older 
persons. The research offers a multidisciplinary approach based on the joint 
reflections of several eminent scientists. 

We wish you pleasant and inspiring reading. 


Prince Henri d’Arenberg 

Founder and President of be.Source Daniel van Steenberghe 
a private foundation under Belgian law Vice President 
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AN INTRODUCTION 
TO SILVER EMPOWERMENT 


Jasper De Witte & Tine Van Regenmortel 


The concept ‘Silver Empowerment’ 


With the introduction of the concept ‘Silver Empowerment’, we would like 
to express our vision on older people. In the psychology of colours, silver 
represents reflection and illumination, opening new doors, a change of 
direction for the future. Silver is also associated with characteristics such as 
calmness, sensitivity and looking for the best in others (Scott-Kemmis, n.d.). 
‘Silver Empowerment’ aims to counteract the dominant image of ageing, 
which is all too often one of decline, loss, dependency and vulnerability. This 
‘ageism’ image is problematic because the way we think about ageing influences 
the way we deal and socialise with older persons. When we consider older 
persons as unproductive members of society who are unable to participate, 
we also consciously — or not — exclude them from participating. With a fresh 
silver image, we want to move away from the dominant grey image of older 
persons as dependent, passive citizens. 

‘Silver Empowerment’ strives to provide opportunities for each person 
to grow old with dignity and meaning, warmly connected to a society that 
invites them to participate. In contrast to the World Health Organization’s 
concept of ‘active ageing’, which justly emphasises society’s responsibility 
to provide opportunities for older persons to participate in social, political 
and economic activities (Foster & Walker, 2015), Silver Empowerment does 
not overlook realities of social inequality, vulnerability and disadvantage, 
nor does it impose a singular ideal of how older people should live. Instead, 
Silver Empowerment seeks to expand meaningful choices through which 
older people can maximally gain mastery over their own lives. 

Unfortunately, to this day too much is done for older persons, and too little 
is done by and with older persons. Therefore, Silver Empowerment emphasises 
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the need to appeal more to the strengths and capacities of older persons, 
without neglecting their vulnerabilities. According to the empowerment 
paradigm, people gain strength and grow through connections, and inversely 
strength results in more connections. Indeed, research has repeatedly shown 
that social relations and connectedness to others reinforces the resilience 
of older persons (De Witte & Van Regenmortel, 2019a; Burholt et al., 2020) 
by giving them information and instrumental support, encouraging coping 
behaviour and enhancing self-esteem. Resilience in turn contributes to a 
general sense of mastery and enables older people to overcome adversities 
and safeguard their well-being (Janssen et al., 2012). Indeed, people need 
sufficient strength and resilience, for example in the form of social capacities 
and skills, to form steady social relations and feel connected to others. In this 
respect, a sense of connectedness and the fulfilment of social needs (i.e. the 
basic human need for love, acceptance and belonging) strongly relate to the 
well-being of older persons (Ten Bruggencate et al., 2018), and when those 
needs are not fulfilled, feelings of loneliness may arise. Through this central 
duality of strength and connection, empowerment strives to improve the quality 
of life for older persons. The overall goal of empowerment is not to realise 
maximal independence. Instead, interdependence and relational empower- 
ment are core concepts in the lexicon of empowerment (Van Regenmortel, 
2011). Indeed, a balance between individual independence, on the one hand, 
and connectedness with others, on the other, enables people to fully enjoy 
individual freedom but at the same time feel safe in the face of limitations 
and adversity, with which older people are more often confronted (De Witte 
& Van Regenmortel, 2020a). Together with others, older people can redirect 
their lives without losing their dignity and integrity (Abma & Bendien, 2019). 

Further, what empowerment means in old age requires an in-depth inquiry 
of older people, their situation and biography, enriched by theoretical insights 
and professional knowledge. Therefore, we need to include the perspectives 
of older persons more in practice, policy and research. By including ‘the 
insider perspective’ of older persons, the so-called outsiders can gain more 
understanding of the lifeworld of older persons, which results in more com- 
prehension and a more positive image of the latter. Moreover, acknowledging 
the value of experiential knowledge of older persons forms an important 
source of strength for this group and is a key element of the empowerment 
paradigm. Practices and policy should not be developed for older persons, 
but together with them. No empowerment can exist without participation, 
without considering what is meaningful for older people. To accomplish this, 
we must create spaces for respectful dialogue and reciprocity that enables 
the empowerment of older persons. We call these spaces ‘enabling niches’. 
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These enabling niches refer to ‘safe havens’, social spaces that offer resources 
and opportunities through which older persons can develop their skills and 
undertake meaningful interactions with others. Such spaces avoid stigma and 
define (older) persons as individuals who each have specific wishes, goals and 
characteristics. That way, older persons feel recognised and appreciated, and 
can grow by appealing to their strengths (Boone et al., 2020). 

As a multilevel concept, empowerment upholds a relational picture of 
society where factors on the individual, organisational and community level 
are inherently interconnected. From this follows that the mechanisms of 
exclusion can also be found on all these levels, and that there is a shared 
responsibility for exclusion which needs to consider various domains such as 
social participation, housing, health and social care. That way, empowerment 
clearly contains a political component and moves away from the narrative of 
blaming the victim (and blaming the system). Indeed, individuals, organisa- 
tions and the system all have agency within certain boundaries, and thus form 
part of the solution with respect to mechanisms of exclusion. Therefore, all 
stakeholders in society should contribute and counteract exclusion and age- 
ism: older persons themselves, professionals, social organisations, academics 
and policymakers. 

Silver Empowerment does not frame ageing and the ageing population as 
a problem, but rather sees it as a challenge opening new opportunities. By 
focusing on the strengths and connections of older persons, Silver Empower- 
ment strives to realise an inclusive, warm and age-friendly society that gives 
older people a voice and influence. Too often this is not realised in practice. 
This book offers a different philosophy, a drastic shift in the way we look at 
the health and social care system for older persons and in how we look at 
ageing in general. 


be.Source and HIVA - KU Leuven 


be.Source, a private foundation that aims to improve the living conditions of 
vulnerable senior citizens, and the Research Institute for Work and Society 
(hereafter HIVA — KU Leuven), found each other in this vision of Silver 
Empowerment and the joint mission to stimulate a more positive image of 
older persons and to enhance solidarity in our society. Silver Empowerment 
focuses on a psychosocial strengthening process of older persons and shows 
that vulnerability and mastery can go hand in hand. Furthermore, it underlines 
the importance of solidarity between different generations to stimulate 
empowerment among older persons. 
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The private foundation be.Source commissioned the KU Leuven Chair 
Empowerment of Underprivileged Elderly to promote research about (vulner- 
able) older persons, and more specifically about psychosocial aspects affecting 
older persons (e.g. loneliness). The main research question of this university 
chair is as follows: how can we strengthen older people living in precarious 
circumstances and improve their connection to their surroundings and 
society so that they can experience a higher quality of life? Jasper De Witte 
and Tine Van Regenmortel (holder of the chair) conducted research about, 
with and for vulnerable older persons. In this respect, we participate with 
and give voice to professionals and the so-called silenced voices, vulnerable 
older persons themselves. Along with several research reports (De Witte & 
Van Regenmortel, 2019a, 2019b, 2020a, 2020b) and workshops, this book, 
Silver Empowerment, is part of this KU Leuven chair. 


Structure of the book 


This book discusses various ways to stimulate the empowerment of older 
persons in practice. We give the floor to eminent academics from a variety 
of backgrounds (among others psychology, sociology and economy), who 
each have specific expertise about social care and policy for older persons. 
Hereby, the authors focus on individual, social and structural processes of 
empowerment, while covering a wide range of subjects such as resilience, 
loneliness, the possibilities of neighbourhood-oriented care for empowerment, 
the interplay between formal and informal care, and the inclusion of older 
persons in research and care. Besides discussing the most recent scientific 
insights, the authors also explore the practical and policy implications of these 
insights and formulate — where possible — specific policy recommendations 
to stimulate empowerment. 

We will now zoom in on the different contributions of this book. In the first 
chapter, Tine Van Regenmortel and Jasper De Witte describe the empower- 
ment framework and discuss its implications for the older population. They 
emphasise that empowerment - with its focus on strengths, connections and 
resilience — is a useful way to counteract ageism and to stimulate participation. 
Indeed, just like any other age group, older persons can acquire a feeling of 
mastery and control, despite age-related vulnerabilities. In this regard, the 
authors point to the shared responsibility of all stakeholders to create enabling 
niches in which older persons can deploy themselves and realise empowerment. 
By appealing to the strengths of older persons and stimulating meaningful 
connections with their surroundings, the general resilience and quality of life 
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of older persons will improve. This can be done by reinforcing their sources 
of strength on the individual, relational and structural level. The authors 
propose, for example, to stimulate the power of giving because doing things 
for other people (e.g. through volunteering, taking care of grandchildren) 
makes older persons feel better, useful and proud of themselves. Moreover, this 
often also has positive effects on their social network and society as a whole. 
Further, the authors underline the importance of strengthening community 
care and community building, and removing the structural barriers that 
impede older persons from participating, for example, by increasing access 
to healthcare, social services (e.g. psychological support) and public and 
individual transportation. 

In the second chapter, Jozef Pacolet, Rodriguez Cabrero Gregorio and 
Simón Sosvilla Rovera discuss the economic cost of loneliness for older persons 
in Spain and Belgium. In this respect, they not only consider the direct cost 
of loneliness (e.g. on health expenditure such as hospital admissions) but 
also its indirect cost (e.g. a loss of economic activity, the need for more social 
support). Based on an extrapolation of the results from a Dutch study about 
the financial cost of loneliness on additional healthcare expenditures, the 
authors suggest that the additional cost of loneliness for healthcare for the 
total Belgian population could be approximately 3.2 billion euros, which is 
about 0.7 per cent of the gross domestic product. They also point to additional 
costs with regard to long-term care, the indirect costs of increased mortality 
rates and other cost dimensions (e.g. the dangers of providing informal 
care, for older persons with dementia). They estimate that the indirect cost 
of loneliness is roughly between 2 and 10 billion euros, depending on the 
monetary value that is given to life. In line with the empowerment paradigm, 
the authors stress that loneliness is a shared responsibility of individuals, public 
health and preventive policy, and the professional care sector and civil society. 

In the third chapter, Jasper De Witte and Tine Van Regenmortel discuss 
the state of the art about one of the most important indicators for well-being 
of older persons — namely, feelings of loneliness. The relevance of this subject 
is not only demonstrated by the detrimental effects of loneliness on quality 
of life but also by the prevalence of loneliness, which increased significantly 
during the Covid-19 pandemic. Based on statistical data analyses, the authors 
first detect various groups of older persons that are disproportionately affected 
by feelings of loneliness and on which loneliness interventions could focus 
(e.g. women, people with a migration background, the older old). Subsequently, 
the authors discuss various factors that explain feelings of loneliness on the 
individual (e.g. health), relational (e.g. social network characteristics) and 
structural levels (e.g. culture). Based on these analyses, they conclude that 
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loneliness is a complex phenomenon which comes in multiple forms, for 
which one-size-fits-all interventions do not exist. They stress the importance 
of creating a wide range of interventions that are tailored around the unique 
needs of the individual. The authors argue that empowerment is an effective 
framework that can guide the development of interventions that aim to 
prevent and alleviate feelings of loneliness among older persons. Indeed, 
empowerment’s central focus on strength and connection is crucial for 
loneliness interventions because it enhances older persons’ resilience and 
their possibilities to create a satisfying social network. 

In the fourth chapter, Leen Heylen considers the potential and pitfalls of 
the policy concept neighbourhood-oriented care to enhance the well-being and 
empowerment of vulnerable older persons. Neighbourhood-oriented care 
puts the neighbourhood forward as the field of action for care and support, 
and it considers the community and civil society as key players. In line with 
the empowerment paradigm, it upholds a holistic, integrated and inclusive 
approach whereby the person is put central regardless of age. According to 
Heylen, a first opportunity of neighbourhood-oriented care is that it stresses 
that the place where people live matters for their well-being (e.g. proximity 
of services, green) and gives policymakers additional tools to empower older 
persons. Second, its inclusive approach (which focuses on people of all ages) 
counteracts ageism because it moves beyond the simplistic and stereotypical 
view of dependency in old age: it views older persons as in need of care but 
at the same time also as persons with control who can support other people 
in their neighbourhood. Third, this concept implicitly acknowledges the 
importance of so-called weak ties, the social cohesion between neighbours 
(e.g. regular contacts, a chat with a shopkeeper). Last, its transversal policy 
view adds to the well-being of older persons. However, Heylen also discusses 
various pitfalls, such as the fact that not all neighbourhoods are good environ- 
ments to age in place and that nostalgia can be a misleading driver for putting 
policy into practice (because mutual support among neighbours has its 
limits). In addition, neighbourhood-oriented care can potentially reinforce 
inequalities among neighbours because the implicit focus on social networks 
and neighbours risks excluding those who lack these contacts. These pitfalls 
form the stepping stone for tackling many of the challenges associated with an 
ageing population and have the potential to contribute to the empowerment 
of older persons. 

In the fifth chapter, Benedicte De Koker, Leen Heylen, Dimitri Mortelmans 
and Anja Declercq stress that the sustainability of the long-term care system 
requires adequately supporting informal caregivers by creating a strengthen- 
ing environment and enhancing their resources so that they can be resilient 
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and realise empowerment. Although formal support is one of the crucial 
elements for this, the support paradox shows that formal support does not 
always work. In this respect, the authors point to the importance of having 
a good connection and trust, recognising and valuing everyone’s role in the 
‘care triad’, and home-care policies sufficiently supporting and empowering 
informal caregivers. Further, the authors consider neighbourly support and 
citizen initiatives, two new forms that are (re) gaining importance as sources 
of informal care. Although these forms of care are worthwhile and have 
predominantly positive outcomes, there are also risks involved when they 
are relied on too much. Indeed, expectations must be realistic and feasible 
for those actors to have an empowering experience. We must also be aware 
of the risk of social exclusion because these types of care are generally more 
reserved for people who are well off. Further, the authors emphasise that 
their bottom-up approach does not match the top-down logic of formal care. 
Indeed, policymakers and professionals should not take over these bottom-up 
initiatives and try to professionalise them by adapting them into traditional 
structures, but rather respect their informal and often organic nature. 

In the sixth chapter, Elena Bendien, Susan Woelders and Tineke Abma 
discuss some critical moments of (dis)empowerment during participatory 
action research with older persons as co-researchers. Participatory action 
research is based on an equal partnership among experts, researchers and 
end users in the process of creating knowledge, and it aims to strengthen the 
empowerment of the people involved in the research process. In this respect, 
the facilitator tries to create a communicative space in which all stakehold- 
ers feel encouraged, respected and supported to give their perspectives in 
order to generate knowledge. Based on an example of a participatory action 
research project with older volunteers in the Netherlands, the authors describe 
several critical moments in which the perspectives and underlying values of 
the people involved were conflicting, creating an impasse. If not dealt with 
correctly, those moments could have resulted in disempowerment and may 
have undermined the entire project. To avoid this, the authors conclude that 
researchers have a moral responsibility for ethics work, in which they act as 
reflexive practitioners who recognise ethically salient aspects by paying 
attention to emotions and relationships, and who work out the right course 
of action together with critical friends. That way, the co-creation of knowledge 
is empowering for everybody involved in this process. 

In the seventh chapter, Meriam Janssen, Katrien Luijkx, Aukelien Schef- 
felaar and Annerieke Stoop emphasise that person-centred care requires that 
older persons are put at the centre of their own care and support. To realise 
this, the authors argue that older persons must be sufficiently included in 
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research, as equivalent partners of researchers and care professionals. Indeed, 
it is crucial to gather sufficient data about the lifeworlds of older persons, as 
the most important and primary source. In this contribution, the authors 
give several examples of how the Academic Collaborative Center (ACC), 
a long-term and structural collaboration between science and practice at 
Tilburg University, contributes to person-centred care by giving a voice 
to older persons in research, and by gaining insight into their experiences, 
preferences and capabilities. Based on qualitative research methods, the 
ACC, for example, shows that although nursing home residents still value 
sexuality and intimacy as important in their lives, they deem that this cannot 
be satisfactorily experienced in the context of a nursing home because of 
various practical, emotional and communicational issues. Moreover, staff 
often experience and label sexual behaviour as a problem and do not feel 
equipped to empower residents in this life domain. By giving a voice to these 
nursing home residents, the ACC not only stimulates empowerment but also 
aims to improve the care. Further, this centre also structurally involves older 
persons as co-creators of new studies by stimulating them to think along and 
create a joint vision on their own roles and tasks within the research. It is 
not only the democratic right of older persons to be involved, but this also 
results in higher quality research and a better fit and usefulness of services. 

In the eighth and final chapter, Katrien Steenssens, Tine Van Regenmortel 
and Jasper De Witte present the core guiding principles to develop, implement 
and evaluate empowering policies, practice and research. Apart from the 
central principle of strength in and through connection, these principles are 
termed a positive stance, inclusiveness, participation and an integral perspective. 
Using these interrelated guiding principles as touchstones during the process 
of development and implementation offers feedback about the extent to 
which this process can actually lead to empowerment. The discussion of 
the principles makes it clear that good intentions alone will not suffice to 
accomplish the intended empowering process of Silver Empowerment. One 
has to be willing to go the extra mile to maximally reach and involve all older 
people, pay attention to and develop all their strengths, and stimulate their 
mutual connections. 
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CHAPTER 1 


AN EMPOWERMENT PERSPECTIVE 
ON OLDER PERSONS: THE POWER 
OF RESILIENCE 


Tine Van Regenmortel & Jasper De Witte 


Old age is all too often associated with dependency, passivity, unproductivity. 
These stereotypes influence how we feel about and deal with older persons. 
This ‘ageism’ can erode solidarity between generations and reduces the quality 
of life of older persons. In reality, older persons provide important social and 
economic contributions to society (such as looking after children or people 
who are ill). The World Health Organization (WHO) responded to this 
with its ‘active ageing’ concept: ‘active ageing is the process of optimizing 
opportunities for health, participation and security in order to enhance 
quality of life as people age’ (WHO, 2002, p. 12). In this respect, the WHO 
emphasises society's responsibility to provide these opportunities, for example 
by promoting a culture of lifelong learning for older persons. The WHO 
maintains that, through the regular involvement of older persons in social, 
political and economic activities, ‘active ageing’ can counteract social isola- 
tion and enhance an older person’s quality of life. In response to the 2002 
WHO strategy, scientific discussions on active ageing started to boom at the 
beginning of the 2000s (Pfaller & Schweda, 2019). 

Active ageing is often criticised for idealising ‘active’ and ‘successful’ 
ageing, which is not feasible for all older persons and may be accompanied by 
adverse side effects. It is also criticised for overemphasising physical activity 
and a productive model of active ageing, and for not sufficiently taking into 
account the heterogeneity of the older population. Indeed, it is important to 
provide sufficient room for alternative lifestyles for older persons (Foster & 
Walker, 2015) and to deviate from a singular ideal of how older people should 
live (see Chapter 8 in this volume). 

Besides objections regarding theoretical and empirical shortcomings, 
the most prominent line of critique focuses on moral and political concerns 
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about exclusion at the intersection of age and social inequality. There are 
severe structural differences in the distribution of resources for successful 
and active ageing due to dimensions of social inequality (especially gender, 
ethnicity, class and sexuality). The effects of this social inequality unfold 
over the course of a person’s life and culminate in old age. Moreover, with 
advancing age, older people are also increasingly exposed to ageism and age 
discrimination. Thus, already existing discrimination is further aggravated 
(Katz & Calasanti, 2015). Against this backdrop, Ranzijn criticises active 
ageing as ‘another way to oppress marginalized and disadvantaged elders’ 
(Ranzijn, 2010, p. 716), as the concept devalues their life experiences. He 
advocates alternative conceptions of ageing that are more sensitive to the 
cultural diversity of ageing and that promote social inclusion (Ranzijn, 2010, 
p. 716). The active ageing discourse takes for granted that older persons are 
willing and able to become active. Asa result, the active ageing approach tends 
to neglect frailty and limitations. Empirical research conducted by Jensen 
and Skjott-Larsen (2021) shows that inequality in ageing is conditioned by 
factors such as class and wealth, in other words, factors rooted in the social 
life biography. In this sense, active ageing is idealistic and unrealistic, and 
the concept ignores the life situation of large segments of older persons since 
active ageing opportunities are conditioned by factors such as one’s health 
and position in the social structure. 

According to critical gerontology, the emphasis on personal responsibility 
functions as a mere alibi for dismantling the welfare state and shifting risks 
and costs to the individual. As a consequence, the attribution of responsibil- 
ity is not accompanied by more agency (Emirbayer & Mische, 1998) and 
empowerment but only by the burden of negative consequences. 

Therefore, we introduce the framework of empowerment for older persons, 
which takes into account these bottlenecks of the concept ‘active ageing’. The 
empowerment framework focuses on the strengths and potential of older 
persons, without neglecting their vulnerabilities and experiences of loss in 
the process. In fact, it is precisely out of a fundamental recognition of this 
vulnerability and the resulting state of mental suffering that empowerment 
arises and a person’s resilience can be appealed to. Hereby, empowerment 
recognises older people who are ill, frail and vulnerable, and stands up for 
their rights to receive care and security and for being heard in society. But of 
course, nothing should be done about them without them. Empowerment also 
promotes social inclusion and is sensitive to cultural diversity. Last but not 
least, empowerment focuses on structural barriers of exclusion. In this chapter, 
we first explain the empowerment framework, discuss its relation to vulner- 
ability and resilience, and apply this framework specifically to older people. 
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Next, we zoom in ona key aspect for empowerment — namely, the concept of 
resilience. After defining this concept and describing its building stones, we 
give voice to the older persons themselves through resilient narratives. We 
conclude this chapter by discussing some implications for practice and policy. 


1. The empowerment framework 


Against the background of various social evolutions like deinstitutionalisation, 
person-centred care, ‘positive health’, and the emphasis on social inclusion 
and active citizenship, empowerment comes to the foreground as a useful 
framework. The framework of empowerment entails a different philosophy, 
a drastic shift in the way we look at vulnerability and the health and social 
care system. Empowerment is value driven and assumes values of social 
justice, solidarity and inclusion, and it strives for full citizenship and a high 
quality of life for everyone, especially for society's most vulnerable groups. 
In the following, we describe the most important theoretical features of the 
framework of empowerment. 


1.1 Theoretical features of empowerment 


A central feature of empowerment is the focus on the strengths of individuals, 
the strengths perspective. A precondition of a strength-based approach is the 
recognition of both possibilities and vulnerabilities of individuals (Saleebey, 
1996; Boumans, 2012). It is not just positive thinking, naive reframing of 
deficits and misery, or ignoring or downplaying real problems (Janssen, 
2013). Empowerment focuses on the strengths and capabilities of persons and 
groups, without neglecting their vulnerabilities. In fact, itis precisely out ofa 
fundamental recognition of this vulnerability and the resulting state of mental 
suffering that empowerment arises. Strength and connection form the duality 
of empowerment. It brings together the ‘male’ (e.g. control, power, influence) 
and ‘female’ (e.g. cooperation, togetherness, alliances) sides of empowerment. 

Empowerment supposes a relational picture of society, a second important 
characteristic. Empowerment does not try to realise maximal independency, 
but rather emphasises that vulnerability can go hand in hand with mastery 
over one’s life. Striving towards mastery, authenticity and identity can only 
be achieved in cooperation and connectedness with others. We speak about 
‘interdependency’ in the lexicon of empowerment. According to the empower- 
ment framework, people gain strength and grow through connections with 
others and their surroundings (informal and formal social supporting ties) 
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and, inversely, strength results in increased connectedness. To express the 
importance of this relational aspect of empowerment, different authors use 
the concept of ‘relational empowerment’ (Christens, 2011; Baur & Abma, 
2012; Vanderplaat, 1999; Van Regenmortel, 2011). 

Although most empirical work on empowerment has been on the indi- 
vidual/psychological level (Peterson & Zimmerman, 2004), the ecological 
nature of empowerment implies giving attention to the broader context within 
a community. Only focusing on individual empowerment could result in 
neglecting important social, structural and physical factors in the environment 
and the organisation (Maertens et al., 2015). This could create bias and a 
tendency to reduce problems to the individual dynamic whereby individuals 
are blamed and stigmatised, and interventions are mainly directed towards 
individual behaviour change (Peterson & Zimmerman, 2004). Empowerment 
always studies persons or groups in relation with their environment. Therefore, 
both individual and collective empowerment are essential. Another related 
and main theoretical characteristic of empowerment is its multilevel character, 
always involving micro (individual, psychological), meso (organisational, 
neighbourhood) and macro (society, policy) levels. These different levels are 
interconnected. We will explain these levels in more detail. 

Zimmerman, one of the founders of psychological empowerment, 
distinguishes three components of empowerment on the individual (or 
psychological) level: the intrapersonal, the interpersonal and the behavioural 
dimension. The intrapersonal, cognitive component refers to 


how people think about themselves and includes domain-specific perceived 
control and self-efficacy, motivation to control, perceived competence, and 
mastery. (Zimmerman, 1995, p. $88) 


It refers to the perceived control, the belief in one’s ability to influence a situa- 
tion and environment (self-perception), and the motivation to exert influence. 
The interpersonal (or interactional) component involves critical awareness of 
societal norms and possibilities as well as the mobilisation of resources and 
the skills to use them. The behavioural dimension refers to involvement in 
the community, participation in society and organisations, and constructive 
behaviour (e.g. resilience, coping, assertiveness, solving) (Zimmerman, 1995). 
On the organisational level, empowerment refers to 


organizational efforts that generate psychological empowerment among mem- 
bers and organizational effectiveness needed for goal achievement. (Peterson 
& Zimmerman, 2004, p. 130) 
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It concerns 


processes that ensure that individuals get greater control within the organization, 
but on the other hand also that organizations, for their part, can also influence 
the policies and decisions of the wider community. (Maertens et al., 2015) 


In this respect, a distinction is made between empowering organisations, 
which are ‘those that produce psychological empowerment for individual 
members as part of their organizational process’ and empowered organisa- 
tions, which are ‘those that influence the larger system of which they are a 
part’ (Peterson & Zimmerman, 2004, p. 130). Empowering organisations 
need to give professionals sufficient discretionary space and support them 
in their process of self-empowerment (e.g. through education, stimulating 
critical reflection and vision) (Van Regenmortel, 2011; Janssen, 2010). The 
intra-organisational component on the organisational level refers to 


the ways organizations are structured and function as members who engage 
in activities that contribute to individual psychological empowerment and 
organizational effectiveness needed for goal achievement. (Peterson & Zim- 
merman, 2004, p. 135) 


It assumes connections between employees within the same organisation 
by stimulating collaboration between teams and groups (Janssen, 2010): ‘a 
good intra organizational structure should include good connections between 
internal units, leadership, a group-based belief system and have resolved 
ideological conflicts’ (Janssen et al., 2015, p. 6). The internal structure of a 
team can, for example, stimulate better coordination of care and reflection 
on ethical questions by supporting collective deliberation. 

Further, mutual trust (between professionals, between professionals and 
management) and clear working routines are also empowering organisational 
features (Janssen et al., 2015). The interorganisational component ‘provides 
the infrastructure for members to engage in proactive behaviors necessary 
for goal achievement’ (Peterson & Zimmerman, 2004, p. 131). It involves 
exchanging information between organisations and the coordination of 
services between organisations (e.g. implementing networks that have a 
signal function for isolated older persons, multidisciplinary teams) (Jans- 
sen, 2010). Important empowering features on this level include improved 
linkages between participating organisations and gaining more insight into 
each other’s tasks (Janssen et al., 2015). The extra-organisational component 
refers to ‘actions taken by organizations to affect the larger environments 
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of which they are part’, such as policy change, creating alternative services 
or successful advocacy (Peterson & Zimmerman, 2004, p. 131). It involves 
the relation of the organisation with the broader environment and the way 
influence is exerted upon that environment (Janssen, 2010). 

On the community level, empowerment includes ‘efforts to deter community 
threats, improve quality of life, and facilitate citizen participation’ (Peterson 
& Zimmerman, 2004, p. 130). An empowering community is ‘one in which 
individuals and organizations can use their skills to address their respective 
needs’ (Maertens et al., 2015). Empowerment on the community level refers to 
policy stimulating (or hindering) empowerment by employing the strengths 
of individuals, organisations and communities (Van Regenmortel, 2011, p. 29); 
policymakers should ensure people can participate in society by emphasising 
their strengths (Janssen, 2010). In this respect, first, a sense of community 
is important, which refers to a sense of belonging/connectedness. This is a 
subjective interpretation of identity where people share the same values, norms, 
needs, objectives and expectations. Important here is that communal needs and 
goals are recognised. Second, the social quality dimension refers to the quality 
and quantity of informal and formal interactions within the community that 
make sure that strengths are linked together and developed into human capital. 
Third, combined capacity refers to revealing and connecting the resources of 
people, groups and organisations, since the whole is more than the sum of its 
parts. Fourth, collective action means individuals use their combined strength 
to exert influence on community life and on social decision-making processes 
(Steenssens & Van Regenmortel, 2007). This community dimension is related 
to the power to institute social change: benefits, accessibility of resources and 
provisions, a better quality of care, influencing law and decision-making, among 
others (Van Regenmortel, 2011). Empowerment fights against stigmatisation 
and exclusion, stimulates a more positive image of vulnerable people, and 
encourages social solidarity in society. 

Finally, empowerment is also an open-ended construct. Everyone can always 
continue to grow in their process of empowerment. Indeed, every person can 
continuously gain strength during the life course (Van Regenmortel, 2007), which 
is an important premise of a strength-based approach (Kisthardt, 1997). This 
means that empowerment is a continuous variable, not a dichotomous variable. 
It is not a question of having empowerment or not; there are gradations. The 
concrete empowering process is context determined, dependent on time (the 
trajectory should not be linear) and the specific population and differentiated 
according to life domains. Moreover, this process takes times and has peaks and 
vallies throughout life. These empowering processes are central in the empower- 
ment framework, and empowerment outcomes are the results of these processes. 
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1.2 ‘Enabling niches’ and definition of empowerment 


One cannot receive empowerment; empowerment cannot be given. This 
is the so-called paradox of empowerment. Everyone has to acquire it oneself 
because power that is given is actually a subtle form of control, of the ‘giver’ 
over the ‘receiver’ (Macaulay et al., 1998, p. 10 in Janssen, 2013, p.22). Power 
concerns a personal as well a collective aspect. Jacobs distinguishes between 
three different levels of power: on the individual level, she refers to ‘the power 
from within’; on the collective or interactional level, she refers to ‘the power 
with’; and on the broader political-societal level, she describes the ‘power to’ 

(Jacobs et al., 2005). The environment, like professionals, can support and 

facilitate the individual empowerment process by creating enabling conditions. 

These ‘enabling niches’ (as opposed to ‘entrapping niches’) are safe and 
warm places in which people are respected (not stigmatised) and encouraged 
to grow (Boone et al., 2020). Main characteristics of enabling niches are 

(Taylor, 1997, pp. 222-223): 

— ‘People in enabling niches are not stigmatized, not treated as outcasts. 

— People in enabling niches will tend to turn to “their own kind” for as- 
sociation, support, and self-validation. But the enabling niche gives them 
access to others who bring different perspectives, so that their social 
world becomes less restricted. 

- Peoplein enabling niches are not totally defined by their social category; 
they are accepted as having valid aspirations and attributes apart from 
that category. The person is not “just” a “bag lady”, a “junkie”, an “ex-con”, 
a “crazy”. 

- Inthe enabling niche, there are clear, earned gradations of reward and 
status. People can work up to better positions. Thus there are strong 
expectations of change or personal progress within such niches. 

- Inthe enabling niche, there are many incentives to set realistic longerterm 
goals for oneself and to work towards such goals. 

- Inthe enabling niche, there is good reality feedback; that is, there are many 
natural processes that lead people to recognize and correct unrealistic 
perceptions or interpretations. 

— The enabling niche provides opportunities to learn the skills and expecta- 
tions that would aid movement to other niches. This is especially true when 
the enabling niche pushes toward reasonable work habits and reasonable 
self-discipline and expects that the use of time will be clearly structured. 

- Inthe enabling niche, economic resources are adequate, and competence 
and quality are rewarded. This reduces economic stress and creates strong 
motives for avoiding institutionalization.’ 
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A strengthening environment and sufficient resources are vital for the process 
of empowerment of individuals, families and groups. Shared responsibility is 
a keyword in the lexicon of empowerment. Social problems such as poverty 
are said to emerge because of a combination of factors on the micro, meso and 
macro levels. Indeed, empowerment supposes a circular causality that breaks 
through the classical linear cause-and-effect thinking and consequently avoids 
‘blaming the victim’ and ‘blaming the system’. It implies a fundamental shift 
in the way social problems and their solutions are viewed (Van Regenmortel, 
2011). Indeed, individuals, organisations and the system all have agency 
within certain boundaries and thus form part of the solution with respect 
to mechanisms of exclusion. 

The overall aim of empowerment is to provide social inclusion and full 
citizenship for each individual by supporting people in their searching process 
to gain mastery over the determinants of their quality of life (Janssen, 2013; 
Van Regenmortel, 2013; Steenssens & Van Regenmortel, 2007). Central to 
this empowerment framework is gaining mastery over one’s own situation 
and environment by gaining more control and insight into a situation and 
environment and by participation and influencing (Van Regenmortel, 2011). 
We use the following definition of empowerment, which is based on the theory 
from Julian Rappaport and Marc Zimmerman (Van Regenmortel, 2011, p. 12): 


empowerment is a strengthening process whereby individuals, organizations 
and communities gain mastery over their own situation and their environment 
through the process of gaining control, sharpening the critical awareness and 
stimulating participation. 


Mastery is said to positively influence various determinants of quality of 
life, such as physical, material and emotional well-being, and is itself opera- 
tionalised by gaining control, sharpening critical awareness and stimulating 
participation. 


Control refers to perceived or actual capacity to influence decisions. Critical 
awareness refers to understanding how power structures operate, decisions are 
made, causal agents are influenced and resources are mobilized |.. .]. Participa- 
tion refers to taking action to make things happen for the desired outcomes. 
(Janssen, 2013, p. 20) 
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1.3 Empowerment and vulnerability 


Whereas the active ageing approach tends to neglect vulnerability, empow- 
erment certainly does not. However, from an empowerment perspective, 
we formulate a different perspective, one that contrasts with mainstream 
bioethical discourse which starts from the fully functioning, independent 
and autonomous individual. We do not see old age as a deficient and deviant 
mode of human existence. As human beings, we are embodied, interdependent 
persons, and we all share the fundamental experience of vulnerability, albeit 
to varying degrees depending on our specific situation. Following Bozzaro et 
al. (2018), we argue that old age should not be used as a marker of vulnerability, 
since ageing is a process that can develop in a variety of ways and is not always 
associated with particular experiences of vulnerability. 

Bozzaro et al. (2018) make a distinction between ‘broad’ and ‘restrictive’ 
conceptions of vulnerability. As a broad concept, vulnerability describes 
a basic aspect of the human condition. In this sense, being vulnerable is a 
universal, inevitable feature of humanity. By contrast, restrictive concepts 
consider vulnerability as a specific context-dependent susceptibility to 
harm and exploitation as well as a limited capacity for autonomy. Restrictive 
concepts refer to particular persons or groups who — due to social injustice, 
dependencies or impaired capabilities — are presumed to be less able to protect 
themselves. There is a risk that persons or groups will be labelled ‘helpless’ 
without taking into account differences or changes within the identified 
group. Moreover, restrictive concepts can promote widespread paternalism 
in an attempt to prevent others from harm and meet their needs. This may 
lead to a systemic stigmatisation of and discrimination against certain groups 
that can ultimately even reinforce vulnerability. From an empowerment 
perspective, we define vulnerability not in terms ofa failure to attain or retain 
full autonomous agency, whereby autonomy is defined as the individual’s 
capacity of rational self-determination, and the person is seen as an isolated, 
rational agent without any embeddedness in social relationships. 


If we exclude special age-associated syndromes, such as frailty or dementia, 
and we do not define ageing itself as a disease but just as a normal biological 
process, the assumption that the elderly are per se vulnerable is simply no longer 
self-evident. Instead, the common categorization of the elderly as vulnerable 
rather seems to result from widespread deficit models and negative stereotypes 
of ageing and old age in terms of being miserable, helpless, and dependent. 
Labeling older people as vulnerable could thus further promote this kind of 
unwarranted ageism and ultimately lead to ethically problematic effects. For 
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example, empirical studies suggest that long-term care institutions with a 
paternalistic approach have a tendency to increase elderly people's helplessness 
and need of care. (Bozzaro et al., 2018, p. 236) 


Vulnerability has become an increasingly useful field of research for addressing 
risk reduction and the mediation of economic and social impacts. Moro et al. 
(2021) state that in the social sciences, vulnerability is associated with the 
risk of harm in the face of a possible eventuality and the ability to avoid or 
cope with a harmful outcome. Many definitions are available. The current 
debate shows that vulnerability captures various thematic dimensions, such 
as physical, economic, social and institutional aspects. Moro et al. (2021) 
propose a multidimensional approach to vulnerability and incorporate a 
personal dimension of vulnerability. 

Schréder-Butterfill and Marianti (2006) developed a framework relevant 
to the study of ageing. This framework disaggregates vulnerability into its 
constituent domains — namely, exposure, threats, coping capacities and 
outcomes. Among those in later life, it is impossible to distinguish those 
who are vulnerable from those who are secure by examining only exposure 
factors or common threats, because vulnerability arises from interactions 
between advantages and disadvantages accumulated over the life course 
and the experience of threats in later life. Whether this interaction results in 
a better or worse outcome depends on the adequacy of the person’s coping 
resources. The study of vulnerability therefore requires attention not only 
to the ways in which exposure factors are created and distributed over time 
but also to the ways in which individuals manage or fail to mobilise social, 
material and public resources to protect themselves from bad outcomes. 

Although a literature review has shown that there is no clear definition 
of vulnerability or vulnerable people, common denominators can be found 
in the literature about vulnerability and vulnerable populations. Usually, 
the use of vulnerability concerns people who do not enjoy full physical, 
psychological and social well-being and, as a result, they are at risk of falling 
behind in society or becoming socially isolated. Numans et al. (2021) argue 
that the concepts of self-reliance and social participation, promoted by social 
policy, are linked to the concept of vulnerability. People who do not meet these 
standards are labelled ‘vulnerable people’. This label is based on an outsider’s 
perspective. In line with empowerment, the authors explore an insider’s 
perspective; they question how persons who are classified as vulnerable 
perceive this definition. The data also reveals that the expressed feelings of 
powerlessness and lack of self-determination are linked to the feeling of being 
patronised. Moreover, by emphasising their competencies, respondents see 
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more potential in themselves to contribute to society: they count in society 
and must be taken seriously, despite their limitations and shortcomings due 
to illness and disease. In short, they accept being vulnerable, but they do not 
accept being of no value to society, as findings prove that the respondents 
are socially active in several life domains. 

A prevailing misconception is that empowerment and vulnerability are op- 
posed to each other, when in fact they are inherently intertwined. Moreover, it is 
precisely because of and in spite of the vulnerability that strengths are addressed 
(Van Regenmortel, 2010). It is the challenge to make these strengths visible and 
to connect them with the strengths of others, the environment and society. In 
this way, older persons can bear their vulnerabilities and a meaningful role in 
society can be taken up by the person involved. Paradoxically, strengths and 
vulnerabilities are thus at stake in empowerment. Empowerment gives broad 
recognition to the individual vulnerability, but does not individualise it so that 
the person or group involved is not culpabilised. There is attention for individual 
as well as for social and societal vulnerability. The psychological dimension, the 
relational dimension and the structural dimension of vulnerability are always 
in the spotlight. The paradoxical nature of empowerment also lies in the fact 
that it is about gaining control as much as it is about receiving support. A plea 
for more autonomy also goes hand in hand with a stronger sense of community 
and connectedness in society and care (social cohesion). 


1.4 Empowerment in old age 


No matter how old we are, we can still play our part in society and enjoy a better 
quality of life. The challenge is to make the most of the enormous potential that 
we harbor even at a more advanced age. (European Commission, 2018) 


From an empowerment view, ageing is not a problem, but a global challenge 
today and even more for generations to come. Both Europe and Belgium are 
characterised by an ageing population, of which the two main causes are the 
low birth rate and increasing life expectancy (Bérsch-Supan et al., 2013). 
In 2060, about 30 per cent of the total European population will consist 
of people sixty-five years or older, and 12 per cent will consist of people 
eighty years and older (Niedzwiedz et al., 2016). Figure 1.1 shows a similar 
trend for Belgium: while in 2020 there are about 2.2 million older persons 
of sixty-five years or older and 330,000 older persons of eighty-five years 
and older, this increases to respectively 3.3 million and 830,000 in 2070. In 
line with this trend, not only the absolute number but also the proportion 
of older persons in the total population increases. 


30 TINE VAN REGENMORTEL & JASPER DE WITTE 


Figure 1.1: Prognoses of the older population in Belgium (2010-2071) 
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The ageing of our society implies that more people will be dependent on 
‘the active population’, which could pose challenges for health and welfare 
systems across Europe. Over the last few decades, anumber of social trends 
- like rising health and social care costs, budget cuts, workforce issues in the 
healthcare sector, increasing chronic illnesses and the wish of older persons 
to live as long as possible in their own house — have led to the belief that the 
health and social care system for older people needs to be restructured and 
improved by developing an alternate philosophy or paradigm (Janssen, 2013). 


The societal response to population ageing will require a transformation of health 
systems that moves away from disease-based curative models and towards the 
provision of older-person-centered and integrated care. |...] It will require a 
coordinated response from many other sectors and multiple levels of government. 
[...] Although these actions will inevitably require resources, they are likely 
to be a sound investment in society's future: a future that gives older people 
the freedom to live lives that previous generations could never have imagined 
(WHO, 2015, p. 223). 


The contemporary organisation of the health and social care system is still 
directed towards one-sided practical support to remedy problems in function- 
ing that threaten self-reliance. In this respect, the current policy vision sees 
vulnerability mostly from a medical point of view where the accent lies on 
physical vulnerability, whereas psychological and societal functioning are not 
included (Machielse, 2016). This is problematic in the light of increasingly 
ubiquitous concepts in the health and social care sector, such as quality of life, 
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positive health and frailty. All those concepts emphasise the importance of 
the interconnectedness of various life domains (physical, social, economic, 
psychological) when assessing health and healthcare, and they thus surpass 
the one-sided focus on the physical domain. In short, a restructuration of 
the health and social care system and a shift in paradigm, in which more 
attention is paid to vulnerability with respect to the physical, psychological 
and social domain, seems necessary (Gobbens, 2017). 

In addition, the informal resources of older persons are important for im- 
proving and maintaining their quality oflife. Research has made clear how the 
process of individualisation negatively affects the available informal support 
for older persons: family structures evolve, people live farther from each other, 
networks become smaller and less diverse, and family and neighbourhood 
relationships are less evident (Machielse, 2016, 2015). Furthermore, changes 
in social structures (e.g. the increased labour participation of women) also led 
to a decrease in the availability of informal support (De Koker et al., 2007). 
In this respect, research shows that the social network of older persons has 
become less diverse and that older persons increasingly have mostly vertical 
contacts due to a strong focus on the nuclear family (Cantillon et al., 2007). 
These modifications in the social network of older persons make it more 
complicated for them to sustain a supportive social network, which is already 
difficult given numerous age-related adversities such as deteriorating health. 
Maintaining supportive social capital is important because everyone, not least 
older persons, needs social capital to realise goals that give meaning to life. 

A positive environment is vital for empowering processes and empower- 
ment outcomes of older persons. The degree to which older persons are enabled 
to feel in control of their lives, solve their own problems and make choices 
for themselves seems likely to promote happiness and a feeling of well-being, 
which is reflected in both health and longevity (Buie, 1988 in Lloyd, 1991). 
Much depends on the way in which older persons experience the provision 
of services and care. Older persons need to be encouraged to manage their 
own health and life within their home environment — of course supported by 
family, neighbours, friends and professionals. A shift is taking place 


from cure to a balance between cure and care by strengthening the sense of 
mastery of older people and to support them to activate and/or enlarge their 
social network. Professionals are, in other words, expected to support care 
recipients in making the right choices that is in accordance with their wishes 
and expectations and on overcoming paradoxes that are inherent to human 
life. (Janssen, 2013, p. 15) 


32 TINE VAN REGENMORTEL & JASPER DE WITTE 


As mentioned before, empowerment assumes values such as social justice, 
solidarity and equality, and it strives for full, relational citizenship and a high 
quality of life. Consequently, the primary focus of empowerment is on society's 
most vulnerable groups, the so-called silenced voices. Considering this, extra 
attention ought to be given to the underprivileged and impoverished older 
persons. To address social problems (e.g. poverty), it is important to pay atten- 
tion to the psychological dimension of living in adverse circumstances and to 
provide care and support to underprivileged older people that is in line with 
their coping strategies and contributes to the development or strengthening of 
their sense of mastery. Of course, in addition to the individual-psychological 
level, there is always a more structural, societal-political level in the concept 
of empowerment. 

Empowerment as a positive concept emphasises society’s responsibility 
to use the strengths and capacities of vulnerable older persons more. Com- 
munity building and community care come to the foreground (see also 
Chapter 4). It denotes not only care in the community but also care by the 
community. The key components of community care should be to respond 
flexibly to individual needs, to give consumers a range of options, to foster 
independence (with no more intervention than is necessary) and to concen- 
trate on those with the greatest needs (Lloyd, 1991). Similar to the proverb 
‘it takes a village to raise a child’, we argue that it takes a whole community 
to support the empowerment processes of older persons. In this respect, 
the concept of age-friendly communities seems appropriate. The WHO’s 
movement of ‘age-friendly communities’ aims to develop infrastructure 
and facilities that support and value older persons as well as promote their 
active participation (Gobbens, 2017). The WHO defines ‘age-friendly cities 
and communities’ as 


a good place to grow old. Age-friendly cities and communities foster healthy 
and active ageing and, thus, enable well-being throughout life. They help people 
to remain independent for as long as possible, and provide care and protection 
when they are needed, respecting older people’s autonomy and dignity. (WHO, 
2015, p. 161) 


Finally, the empowerment framework encompasses a shift from the problem 
of ageing into positive ageing. Many models have already tried to discover the 
variables that result in successful ageing. These studies emphasise individu- 
ally modifiable health promotion behaviour, excluding many older people, 
especially those with disabilities and impairments. From an empowerment 
perspective, we consider a more holistic concept of ageing well, including, 
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for example, a spiritual component and taking into account the value of 
wisdom, a total life history perspective and, last but not least, the limiting 
social, structural and cultural context. Empowerment, and more specifically 
the resilience framework, covers these aspects and does not marginalise 
vulnerable older persons. 

As Janssen et al. argue, resilience is positively related to empowerment: 


the outcomes of these resilience processes may ultimately contribute to the 
stabilization or the improvement of a (general) sense of mastery and that those 
with a greater sense of mastery are able to show resilience in times of crisis and 
hardships. (Janssen et al., 2012, p. 344) 


Resilience helps us understand the processes and mechanisms through which 
individuals strive to maintain or regain mastery over the determinants of the 
quality of their lives (Janssen et al., 2012). 


15 Empowerment and resilience 


Empowerment and resilience are widely employed concepts in community 
psychology and other social sciences. Both are potent processes for responding 
to adversity and oppression. They both take a strengths-based approach that 
recognises, respects and promotes local capacity by attending to resources 
that are inherent or able to be developed within an individual and community 
(Brodsky & Cattaneo, 2013; Buckingham & Brodsky, 2021). Empowerment 
and resilience have the potential to facilitate each other. They have been 
conceptualised and operationalised in various, often overlapping ways. Both 
concepts have been critiqued for lacking clear consensus regarding definition, 
operationalisation and measurement (Luthar et al., 2000). 

Brodsky and Cattaneo (2013) developed a transtheoretical (or transcon- 
ceptual) model of empowerment and resilience. This transtheoretical model 
shows shared outcomes (maintenance, self-efficacy, knowledge, community 
resources, skills) and processes (awareness and goal setting, action, reflection) 
and then lays out differences between resilience and empowerment. The aims 
of empowerment and resilience differ. 

Resilience refers to ‘successful adaptation despite risk and adversity’ 
(Masten, 1994, p. 3) and is operationalised as ‘more than the absence of 
pathology, as exemplified by not only surviving, but thriving, sometimes 
even with enhanced functioning, and as a dynamic process rather than a stable 
trait’. Persons can adapt to and withstand adversity and oppression through 
resilience processes. Empowerment spurs external change, a meaningful shift 
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in the experience of power attained through interaction in the social world. 
Power refers to influence at any level of interaction, including in personal 
relationships, settings and systems, and the broader society. Resilience in 
the absence of empowerment may uphold oppressive power structures. 
Resilience always occurs within a context of fundamental risk endemic to 
the context in which an individual is situated, while empowerment may 
or may not. Resilience is focused on internally focused goals — adapting, 
withstanding, resisting - while empowerment is aimed at power-oriented, 
external change. Empowerment is a bridge between the intrapersonal and 
social realms. Articulating this dynamic bridging aspect of empowerment 
is very important. 


Unless we understand that empowerment is not only experienced internally 
but also enacted socially, requiring a response from the social world, we risk 
laying the blame for disempowerment at the feet of marginalized communities. 
(Brodsky & Cattaneo, 2013, p. 337) 


The ultimate goal of empowerment is second-order change which influences 
the status quo by shifting power dynamics and imbalances between the target 
individual or community and the larger system. Brodsky and Cattaneo (2013) 
note that the differentiation between the transformative, external focus of 
empowerment and the adaptive, internal focus of resilience is in no way a 
criticism of resilience. The ability to cope with the situation as it is can be 
a pivotal step towards gaining the strength, consciousness and resources 
necessary to ultimately work towards empowerment goals that will change 
the status quo. Empowerment builds on resilience to provide the bridge that 
connects individual power to social power. 


2. Resilience: The (hidden) capital of older persons 
The true quest as we age should not be for successful aging, but our goal should 
be for resilience, an undervalued and not fully examined concept in aging. 
(Harris, 2008, p. 43) 

2.1 Framework and definition of resilience 

Since the 1990s, there has been broad attention for resilience. Research 


about resilience is rooted in positive psychology (Seligman & Csikszentmi- 
haly, 2000) and was originally developed in the domain of developmental 


AN EMPOWERMENT PERSPECTIVE ON OLDER PERSONS: THE POWER OF RESILIENCE 35 


psychology dealing with childhood and adolescence (Garmezy, 1991; Werner 
& Smith, 1982; Rutter, 1987). Today, resilience has been extended to other 
periods of the lifespan including old age (Ryffet al., 1998; Masten & Wright, 
2009). Resilience research can be situated within the broad shift from the 
‘damage’ to the ‘challenge’ model where the focus is shifting from the damage 
of adversity to how people positively overcome adversity (Van Regenmortel, 
2006, 2002). Resilience originally comes from the discipline of ecology and 
can be defined as ‘an ecosystem’s ability to absorb and recover from the 
occurrence of a hazardous event’ (Akter & Mallick, 2013, p. 114). 

Resilience research (Janssen et al., 2011) focuses on ways to improve 
well-being and stimulate health (Van Regenmortel, 2009). The belief in 
the potency and strengths of people, even among the most vulnerable, is 
an important aspect of resilience. However, resilience is not a synonym for 
invulnerability (Werner & Smith, 1982; Rutter, 1993). People can be vulnerable 
and hurt even though they are able to manage challenging circumstances 
— in short, they are ‘vulnerable but invincible’ (Werner & Smith, 1982; Van 
Regenmortel, 2002). 

Resilience not only relates to empowerment; it is also essential with 
respect to the newer concept of ‘positive health’, which was introduced by 
Machtelt Huber. ‘Positive health’ emphasises ‘the resilience or capacity to 
cope and maintain and restore one’s integrity, equilibrium, and sense of 
wellbeing’ (Huber et al., 2011, p. 34.4), with respect to the physical, mental 
and social domains. Huber regards health as a dynamic balance between 
opportunities and limitations, which are affected by external conditions 
(Huber et al., 2011). Therefore, not surprisingly, high levels of resilience in 
later life correlate with reduced vulnerability to depressive symptomatol- 
ogy and mortality risks, better self-perceptions of successful ageing, and 
increased levels of mental health, well-being and quality of life (Gerino et 
al., 2017). 

Resilience research holds on to a holistic viewin which attention is directed 
to the complex interplay between adversities, sources of strength and adapta- 
tion processes, and the variations of this according to individual, familial 
and contextual factors (Van Regenmortel, 2006). While coping refers to the 
abilities to handle certain circumstances, resilience serves as a framework 
for understanding healthy development in the face of risk (Janssen, 2013). It 
refers to the ability to maintain a stable and good way of psychological and 
physical functioning during difficult circumstances and even to become 
stronger by learning from adversities (Geraerts, 2013). On a conceptual level, 
resilience is considered the bridge between coping and development (Greve 
& Staudinger, 2006; Leipold & Greve, 2009). 
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Resilience is often defined as ‘patterns and processes of positive adaptation 
and development in the context of significant threats to an individual’s life 
or function’ (Janssen, 2013, p. 21). Two coexisting concepts are central to 
resilience: first, the presence of a significant (developmental) threat or risk to 
a given person’s well-being; second, the evidence of a positive adaptation in 
this individual despite the adversity encountered (Fraser et al., 1999; Luthar 
et al., 2000; Van Regenmortel, 2002). 

Although old age is often accompanied by feelings of loss (e.g. the death of 
partner or friends, divorce) and other developmental stressors (e.g. physical 
or cognitive impairments, functional limitations, changing residence, health 
problems), many older persons are capable of moderating the impact of 
these distresses (Hardy et al., 2002, 2004). The ‘life course theory’ states 
that older persons are faced with adversities that can be both cumulative, 
lifelong (e.g. poverty) and age-specific (Fuller-Iglesias et al., 2008, p. 182). 
People make use of their ‘sources of strength’ or ‘protective factors’ to deal 
with adversity (Earvolino-Ramirez, 2007). Besides personal attributes 
(e.g. positive self-concept, self-efficacy beliefs, internal locus of control, 
optimism), external factors like families, communities and wider contextual 
circumstances influence people’s reactions to stressful situations (Neimeyer, 
1997). This means that protective factors are context-specific, and both the 
amount and type of resources may differ at different times across the lifespan 
(Hochhalter et al. in Resnick et al., 2011). Moreover, they can lead to different 
outcomes for different individuals. Every individual experiences challenges 
through a particular lens, which is formed and framed by personal history 
and specific individual, social, cultural and environmental characteristics. 
Moreover, in dealing with adversity, people can age successfully and be 
resilient in some domains (emotional, spiritual, social, cognitive and physical), 
but not in others (Hochhalter et al. in Resnick et al., 2011). Therefore, it is 
essential to understand life stories and how previous adversity was dealt with 
and incorporated in recent experience. Consequently, a narrative research 
approach is valuable for investigating resilience processes. 

In common with empowerment, resilience encompasses a positive and 
appreciative perspective on human functioning. 


Resilient individuals have a sense of active and meaningful engagement with 
the world. Their positive and energetic approach to life is grounded in confident, 
autonomous, and competent functioning and a sense of mastery within a wide 
range of life-domains. (Greve & Staudinger, 2006, p. 812) 
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In addition, resilience is a relational and dynamic concept, in which persons 
are studied in a complex interplay with their environment (Van Regenmortel, 
2006). The (social and societal) environment has an important role to play 
in supporting the resilience of older people. In this respect, it is important to 
acknowledge both internal and external sources of strength, and thus also a 
shared responsibility of both older persons and their social environment with 
respect to their resilience (Janssen et al., 2012). Indeed, resilient people do 
not take on a subordinate position or see themselves solely as a victim, nor do 
they seek to internalise adversities. It is important not to put adversities each 
time out of the personal responsibility because this could result in alienation 
and a lack of bonding. On the other hand, acknowledgment of contextual 
factors can allow social actions to emerge, and people can protect themselves 
from negative self-evaluation. Hence, it is appropriate to regain grip on one’s 
own life without feelings of self-reproach and without neglecting structural 
causes (Van Regenmortel, 2013). 

Our emphasis is on understanding and researching resources and mecha- 
nism that allow older persons (also organisations and communities) to grow 
and to develop in a positive way. 

In this chapter, we focus on individual resilience, not on resilient families 
(see Paddock, 2001) or resilient communities (see Atlantic Health Promotion 
Research Centre, 1999). 


2.2. Building stones of resilience 


We state that resilience is not a fixed personality trait, but a social construct 
which results from a dynamic, non-deterministic, context-related (multi- 
layered) process of development (Van Regenmortel, 2006; Peeters, 2012). 
Many factors contribute to personal resilience, which is in part based on 
bonding and engagement with significant others and an informal social 
network, as presented in the casita or ‘house of resilience’ (Peeters, 2012). In 
the literature, we find a number of global building blocks for resilience, such 
as secure attachment, internal locus of control, meaningfulness and humour. 

From the scientific literature, we find that the sources of strength that give 
rise to resilience are situated in the individual, interactional and contextual 
domain and that they are all inherently linked to each another (Van Regen- 
mortel, 2013). Indeed, an optimal climate for development and resilience 
requires that these three domains interact favourably. Specifically for older 
persons, based on narrative research, the following sources of strength give 
rise to resilience among older persons (Janssen et al., 2011). 


38 TINE VAN REGENMORTEL & JASPER DE WITTE 
Sources of strength on the individual domain 
The individual domain refers to 


the qualities within older people and comprises of three subdomains, namely 
beliefs about one’s competence, efforts to exert control and the capacity to analyze 
and understand ones situation. (Janssen et al., 2011, p. 145) 


Sources of strength in this domain include the following (De Witte & Van 
Regenmortel, 2019): 
— beliefs about one’s competence: 

e pride about one’s personality: having an easy-going or down-to-earth, 
for example, character which results in people not being embittered 
or that they blame others; 

e acceptance and openness about one’s vulnerability: this takes time 
and is difficult but is said to result in people not being too susceptive 
to others’ negative views of their limitations. 

— efforts to exert control: 

e anticipation of future losses: taking action to influence outcomes of 
their situation, e.g. moving to a neighbourhood with shops close by, 
in appropriate housing; 

e mastery by practising skills: staying active and practicing knowledge 
and skills; 

e acceptance of help and support: this takes time and is difficult (e.g. 
using a wheelchair). 

— capacity to analyse and understand one’s situation: 

e having a balanced view on life: this helps to put things in perspective; 

e not taking on the role of a victim: emphasising strengths instead of 
vulnerabilities; 

e having the perspective of wanting to seize the day. 


Older persons more frequently display positive, low-arousal emotions and 
fewer negative emotions of either high or low arousal, which suggests that 
older persons regulate their emotions better than younger people do. This 
allows them to better adapt to negative life events. In addition, older persons 
do not demonstrate a diminished sense of control: 


they display strengths such as more nuanced understanding of emotion, better 
ability to regulate that emotion, and are more likely to accept circumstances as 
being out of their personal control. (Mlinac et al., 2011, p. 71) 
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Older persons behave more in accordance with their feelings than with social 
expectations. Although in later life people are perhaps more dependent on 
external resources (Greve & Staudinger, 2006), some research finds that 
resilience and a sense of coherence is more present among the oldest old than 
the younger old (Clark et al., 2011). 


Sources of strength on the interactional domain 


The interactional domain is defined as ‘the way older people cooperate and 

interact with others to achieve their personal goals’ (Janssen et al., 2011, 

p. 145). It concerns how people interact with significant others like relatives 

and friends, neighbours and professionals to achieve goals and to endow 

meaning to their lives (Mlinac et al., 2011). Sources of strength in this respect 

are as follows (De Witte & Van Regenmortel, 2019): 

— empowering informal relationships with family: this helps older persons 
to make sense of their situation, offers practical and emotional support, 
and contributes to their feeling of agency. 

— empowering formal relationships with professionals: commitment, 
reliability and interest are important characteristics of these relationships. 

— the power of giving (‘reciprocity’). 

- societal responses: society acknowledging and valuing older persons. 


Both the quantity and quality of social relations are important with respect 
to resilience. 


Optimally, as the needs and circumstances of individuals change, and when 
confronted with stressful life events, social relations in the form of social networks 
and high-quality relationships, facilitate their ability to meet the challenges 
they face. (Fuller-Iglesias et al., 2008, p. 184) 


Having close, affectional relationships within the family, broader family and 
external environment is an important protective factor that stimulates resil- 
ience in later life because these conditions make it easier to receive help and 
guidance (Van Regenmortel, 2006). People receive information through social 
relations, which also encourages coping behaviour and enhances self-esteem 
and instrumental support (Fuller-Iglesias et al., 2008). Hence, integration 
into the community — having friendly neighbours, people looking out for 
each other, a good community spirit and a good mix of people — is important. 
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Figure 1.2: Sources of strength that give rise to resilience in old age (Janssen et al., 


2011, p. 49) 
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This community integration is strengthened by paid work, voluntary work 
and community organisations (Clark et al., 2011). 


We found that there were differences depending on the personal characteristics 
of the individual (i.e. age, gender, and race), and social relations (i.e. network 
size and spousal relationship quality), in the presence of resilience in old age. 
[...] Our findings indicate that a larger social network and a higher quality of 
relationships with spouse predicted fewer depressive symptoms and greater life 
satisfaction despite experiencing a significant number of adversities. (Fuller- 
Iglesias et al., 2008, p. 190) 


Sources of strength on the contextual domain 


The contextual domain refers to ‘a broader political-societal level including 
the efforts on this domain to deter community threats, improve quality of life 
and facilitate citizen participation’ (Janssen et al., 2011, p. 149). From this, it 
is clear that the environment plays a significant role in gaining resilience, by 
offering possibilities and by stimulating collective and individual participation 
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(Van Regenmortel, 2013). The contextual domain includes the following 

sources of strength (De Witte & Van Regenmortel, 2019): 

- accessibility of health and social care, 

- availability of social and material resources (e.g. mutual self-help groups) 
and 

- social policy (e.g. the possibility to go to a nursing home, income) (Janssen 
et al., 2011). 


In sum, various environmental factors (e.g. care delivery) which are not in 
direct control of older persons also determine their resilience (Van Kessel, 
2013). The different domains are interrelated; for example, openness about 
one’s vulnerability is closely linked to accepting help, which may stimulate 
interaction with the social environment, and participation, which may 
in turn result in acquiring more resources and skills. Accepting help and 
support is not always easy for older persons because it can be in conflict 
with feelings of ‘wanting to take care of yourself’ (Janssen, 2013). Ideally, 
the individual, interactional and contextual domains interact favourably, 
as a gearwheel. 


2.3 Resilient narratives 


Using this Janssen’s framework (2013), we conducted narrative interviews 
with fifteen vulnerable community-dwelling older persons in Belgium who 
were selected through a ‘purposive sampling’ strategy between May and 
July 2019 (De Witte & Van Regenmortel, 2019). In narrative research, stories of 
experience are created in a dialogue with the respondent. Although researchers 
may use a topic-based schedule (as we did), they are not governed by it. 
Interviewers take on an informal and friendly stance to create a climate of 
trust; the interviewer is non-judgemental and takes the time to ‘really listen’ 
(Fraser, 2004; Moen, 2006). We contacted various organisations in Belgium 
who work with Dutch-speaking older persons (55 years or older) with limited 
financial means or other vulnerabilities that affect their well-being and who are 
able to give informed consent. A relatively diverse group of respondents — with 
respect to gender, age, household status and migration background — was 
selected with the aid of three organisations. The interviews were recorded and 
transcribed verbatim, and thematic content was analysed. We used ‘sensitizing 
concepts’ from the literature, especially from the Janssen’s framework (2013). 

This research is based on a limited number of narratives of vulnerable 
community-dwelling older persons in Flanders who are all active in at least 
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one organisation. As a result, the research results cannot simply be transposed 
to contexts other than the one described here. 

However, our findings correspond closely with the results of scientific 
research conducted in other countries (e.g. Janssen, 2013). Our narratives 
show that various life domains and sources of strength are indeed strongly 
interconnected and need to interact favourably in order to create an optimal 
climate for resilience and empowerment. 

Various respondents are proud of their personality (e.g. being honest 
and courageous, having a good heart and meaning well), the activities they 
undertake (e.g. editing a book, meeting politicians to discuss social issues, 
helping others, counteracting injustices) and their knowledge (Respondent 
4, 5) 6, 9, 13, 14). Respondent 5 says that although it is important to talk about 
specific problems (e.g. cancer, death of partner) with friends or family, it is 
essential not to complain too much (Respondent 3, 11, 15). 


People don’t always sympathize [with someone’s health problems]. They 
themselves also have their issues, so they don’t always want to hear from other 
people what’s wrong with them. (Respondent 11) 


The narrative of Respondent 15 shows the detrimental influence of stigmatisa- 
tion, the blaming-the-victim mechanism and the lack of basic resources 
(e.g. decent income). On the other hand, we observe the empowering force 
of participation. Respondent 15 lived in poverty for a long time because 
his invalidity made him unable to work and led to high medical costs. This 
negative spiral made him feel angry and even resulted in social withdrawal. By 
engaging in social organisations and being asked to come back, he regained 
pride in himself and a sense of self-worth: 


that is more for a human being than you would think. That is how I started 
again. [...] At the time, they [people from that poverty organization] asked me 
to come back. During those five years [when his financial difficulties were very 
high], nobody has asked me that. I was so little approachable that nobody was 
waiting for me. So that was pleasant, and I went back. That’s something: from 
time to time they ask you something, and people take into account what you 
say. That is very different from when you always need to talk about those debts 
and when they say it’s your own fault all the time. (Respondent 15) 


From our narratives, it becomes apparent that acceptance of one’s own limita- 
tions — which is a process that takes time — is an important source of strength 
which helps older persons to deal with adversities. Indeed, accepting one’s 
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own vulnerabilities makes it easier to accept support from others. However, 
various respondents do not seem to accept their limitations and are sometimes 
even ashamed of their situation, which negatively affects their resilience. For 
example, Respondent 12 states ‘that would be a big step for me to give things 
out hand. Even groceries I still want to do myself’. Respondents describe 
how they try to preserve their mastery over their situation by practising their 
skills. Respondent 13, for example, states that he performs physical exercises 
during his morning ritual in order to maintain a good physique. 

Various respondents also seem to have a balanced view on life, which 
helps them put negative encounters into perspective. They talk about both 
the positive and negative things they encountered during their lives. 


I think that I already had the best behind me. And I am grateful, because I had 
a beautiful time. [...] I think that Iam very realistic. [...] My mother taught 
me not to look up to all those who have more. Look down to all those who have 
less. That is something that still works [to be positive]. (Respondent 5) 


Various respondents who have a rather optimistic view on life also do not 
adopt the role of a victim. In this respect, Respondent 9, for example, always 
tried to counteract injustices, which clearly gives her a sense of self-worth and 
general courage. On the other hand, we find that Respondent 15 explicitly 
blames ‘the system’ for the long period he lived in poverty. Taking the role 
of a victim allows him not to feel guilty for his situation and to be able to 
feel well again. 

Most respondents indicate that they don’t know what tomorrow will bring; 
through this sentiment, they do not anticipate much on future losses, try 
not to worry a lot and live in the moment and enjoy as much as possible 
(Respondent 1, 4, 6, 11, 12), as exemplified by Respondent 6: 


I think every day has its value. I am very aware that time will never return. [...] 
That’s is a sort of philosophy of life I try to follow since long. |...] I try to live 
in the present. [...] I life day by day. I know from experience that when things 
come closer, that they are often easier to solve than when you think of them in 
advance. That is my experience in life. 


On the other hand, the awareness that every day can be one’s last can also have 
negative implications with respect to future life projects. Most respondents 
find it important to continuously realise certain (small or big) goals, despite 
difficulties such as health problems and pain (Respondent 3, 5, 6, 7, 9, 12, 13): 
performing certain household tasks such as cleaning and doing groceries, 
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giving this interview, writing a book, doing physical exercises every day and 
going outside are all included in these goals. 

Based on these fifteen narratives, we find that people with a lot of interests 
and activities have a more positive outlook on life and seem to be more resil- 
ient. As Respondent 13 says, ‘Ifyou go sit down, it’s over’. Various respondents 
indicate they never get bored and have various interests and activities such 
as engagement in organisations, volunteering, maintaining a household, 
communication with friends and family, reading, cooking, walking dogs, and 
participating in culture, food, alternative medicine, painting or gardening 
(Respondent 1, 4, 5, 6, 8, 9, 11, 12, 13, 14, 15). These activities not only give them 
energy and courage and help them to maintain a good physique, but the social 
aspect is also very important. 

Respondents explain that positive relations with family and friends are 
a source of strength which helps them to maintain mastery over the deter- 
minants of their lives (Respondent 4, 5, 6, 7, 8, 11, 12, 13, 15): ‘I get my energy 
from other people. [...] I need that; I need people’ (Respondent 5). Although 
positive relations offer both practical and emotional support, which reduces 
stress levels, the respondents state that they are somewhat hesitant to appeal to 
their family and friends because they do not want to burden them too much. 
Further, it is important that those family members and friends live nearby so 
that they are able to help them with small practical problems. 

An intimate relationship with a partner is especially important because it 
can create a feeling of love and belonging. A lack of close relations is associated 
with feelings of (emotional) loneliness. Indeed, respondents who explicitly 
indicate that they do not feel lonely often still have a partner, contact with 
various family members or friends (Respondent 5, 6, 8), and people who feel 
lonely foremost lack an intimate relationship with someone, and some of 
them live a socially withdrawn life (Respondent 2, 3, 7,10). Respondents give 
various reasons why they do not succeed in having a new intimate relationship, 
despite feeling lonely. One respondent explains that he does not want to start 
anew relationship because of the love and affection for his deceased partner: 
‘I still hold dear to her. That was the best woman in the world’ (Respondent 
13). Another respondent states that his psychological problems make him 
afraid of being rejected by others and make him think that nobody wants him: 
‘nobody wants me anymore. [...] I don’t know. Maybe I am too fat [laughs], 
or not attractive enough’ (Respondent 10). 

Some narratives demonstrate the important role professionals can play 
in the respondents’ lives with respect to practical, emotional and relational 
issues (e.g. trust). A respondent states that thanks to the support ofa specific 
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professional and her psychologist, she has found the courage to take up contact 
with her grandchildren again (Respondent 3). 

Some respondents mention the impact of how society perceives them on 
their well-being. One respondent states that he no longer has a professional 
identity since his retirement: 


you have the awareness that you no longer count as before. In the past, I had 
to gather legislation and vulgarise it and speak about it and handle that, I am 
a jurist, and now that is all a lot less. (Respondent 7) 


We find that numerous useful services exist: social housing, service flats, 
recreational activities, debt mediation, social restaurants, transport, and 
so on. Nevertheless, the cost of and lack of access to some of these services 
prevent respondents from receiving the desired and needed support. Most of 
our respondents cannot afford a taxi. This is problematic because their health 
makes it difficult to get by on public transportation. Asa result, they go out less 
than they would like to (Respondent 3, 5, 15). In addition, various respondents 
indicate that they would like to have some professional psychological sup- 
port (e.g. to deal with grief or traumatic experiences), but they no longer 
make use of it because of the financial cost (Respondent 2, 3). Nevertheless, 
some respondents seek support by participating in group discussions of the 
organisations in which they are active, which offers them perspective and 
lets them know they are not alone with their problems (Respondent 2, 10). 

Our respondents use various primary and secondary control processes to 
deal with adversities they encounter in life. Primary control is considered to be 
a constant and universal motive (Janssen et al., 2012), whereby people use their 
resources to influence outcomes in the environment and to realise personal 
goals (e.g. constructing a large social network) (Janssen, 2013). An example 
is an older person who actively engages in a social organisation in order to 
meet people and create new relations. Secondary control processes come to 
the foreground when people are unable to realise certain goals (e.g. enlarging 
their social network). At that moment, they apply psychological processes 
(e.g. adjusting goals, expectations and preferences) to bring themselves in 
line with their specific context (Janssen, 2013; van Tilburg, 2005): 


adaptations of the system of personal values and preferences, reinterpretations of 
stressful problem situations, changes in perspective and deliberate (downwards) 
comparisons are typical examples of processes that contribute to resolving the 
actual/ought discrepancy. (Greve & Staudinger, 2006, p. 818) 
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‘That way, older persons can disengage from goals that are no longer attainable 
and select goals that are more realistic to achieve (Greve & Staudinger, 2006). 
An example is older persons who learn to accept that their contact possibilities 
decrease because of severe mobility limitations. 

To counter memory problems, some of our respondents write things down 
in a notebook as reminder. Physical health problems affect their daily life. 
When they go out, they think carefully about which routes and busses they 
can take (so as to walk as little as possible) and where there are benches on 
which they can rest (Respondent 7, 12, 13, 15). 

Older persons are sometimes compelled to use secondary control processes 
through which they adapt goals and accept their vulnerabilities. Financial 
limitations force them to live economically, for example by not eating a warm 
meal every day (Respondent 1, 4, 6, 10). Furthermore, the respondents try to 
accept these limitations and focus on what they can still do, as Respondent 
1 describes, for example: 


I find that Ihave a luxurious life. People always want so much more and more, 
and sometimes I think: but we already have a luxurious life where we can do 
what we want, eat what we want. [...] I live well I think, and for example in 
the winter I put the heat on 18 degrees: for a lot of people that is very low, but 
I put on a big sweater. So in that way, I think that I live economic but I find 
that I live well. 


3. Implications for practice and policy 


By thoroughly depicting the resilience processes of vulnerable older persons, 
we are able to make a number of relevant observations and formulate recom- 
mendations for practice and policy. 

First, a global observation is that resilience is a process that takes time, 
not in the least because older persons themselves need to understand and be 
able to express their problems. 


Accepting one’s vulnerability or accepting the use of medical devices is not 
something that the majority of the older people easily deal with. Often, a period 
of having doubts, being insecure and considering one’s options precedes such a 
more or less stable situation. (Janssen, 2013, p. 62) 


Although some problems can be dealt with relatively quickly, numerous 
(age-related) difficulties take a significant amount of time to deal with. This 
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is especially the case when it concerns changes in social networks (e.g. due 
to divorce, death of a partner) or when it concerns emotions (e.g. feelings of 
loneliness) which require psychological adjustments. Therefore, we think 
that both professionals and the social network of older persons should try 
to enhance older persons’ sources of strength and bear in mind that older 
persons often go through various stages when dealing with their problems, 
which takes time. Further, many respondents indicate that they find it dif- 
ficult to accept certain vulnerabilities that cannot be overcome (e.g. health 
problems, memory problems), and often continue to struggle with them. 
In this respect, we are of the opinion that many older persons could benefit 
from some psychological help to learn to accept vulnerabilities that cannot 
be overcome. In general, much more attention should be given to the mental 
health of older persons. This was especially the case in the current Covid-19 
pandemic, when many older persons indicated that they were lonelier (De 
Witte & Van Regenmortel, 2020). In accordance with other scientific literature 
(Plantinga, 2019), it is essential that older persons who live in poverty are 
supported not only materially but also emotionally and socially. Policy and 
practice should guarantee accessible, affordable and tailored psychological 
services for older persons. 

Second, since older persons are more aware that they are in their last 
life phase, they seem to anticipate less specific problems they might face in 
the future. Although this awareness makes them enjoy the moment more 
(carpe diem), it can also pose difficulties when those problems do occur. 
Hence, it seems that older persons should at least already think about possible 
problems they might face in the future and how they would deal with them. 
That way, older persons would be mentally and emotionally better prepared 
the day they are faced with those problems. In the same vein, it is essential 
that the social network, professionals and society in general detect various 
hinge moments in the lives of older persons such as the death or divorce ofa 
partner, retirement or severe health problems such as cancer. The detection 
of those junctures at the moment they present themselves is essential, since 
they are often accompanied by severe stressors that threaten the quality of 
life of older persons. 

Last but not least, our narratives demonstrate that the power of giving 
has enormous beneficial effects on both older persons and society in general. 
In line with other research (Janssen et al., 2011), we find that doing things 
for other people (individually or through volunteering, practical or moral 
support) and looking to be meaningful to others is a crucial source of strength. 
Moreover, it has numerous positive effects on the quality of life of older 
persons; it results in increased feelings of self-worth and self-esteem, and it 
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makes older persons feel good, useful, needed, valued and proud of themselves. 
Since the power of giving often includes social contact, other benefits can 
be constructing a social network, coming out of one’s own comfort zone 
and having a challenge and engaging activities which distract from the own 
sorrows. Stimulating reciprocity and participation in daily life and in care 
are fruitful pathways for the resilience of older persons. How society, family, 
friends and professionals can trigger the give-take balance and tailor-made 
forms of participation is an important aspect in facilitating processes of 
resilience and empowerment. At present, it seems like the strengths of older 
persons are not fully made use of. For instance, by offering the necessary 
and personalised support (e.g. moving to more suitable home, psychological 
support, practical aid to stimulate mobility), escalation of those problems and 
their side effects (such as loneliness and social withdrawal) can be prevented. 
To this end, a more positive image of old age, exploring the numerous sources 
of older persons’ strengths through authentic listening to the older persons 
themselves and embedding their experiential knowledge in practice and 
policy are of utmost importance. 

In sum, it is essential that society invests more in seeking how older persons 
can contribute to and participate in society, by helping them find out what 
they can do. Furthermore, it is equally important that policymakers take 
away the contextual, structural barriers that impede older persons from 
participating to society by increasing their mobility and access to health 
and social services, for example. By creating ‘enabling niches’ in which older 
persons can further develop themselves and are no longer stigmatised and 
by investing in warm, empowering, reciprocal formal and informal relations, 
resilience in old age is strengthened. 


4. Conclusion 


The paradigm of empowerment focuses on the strengths of older persons 
without neglecting their vulnerabilities. It recognises older people who are ill, 
frailand vulnerable, and stands up for their rights to receive care and security 
and for being heard in society. Empowerment takes into account the pitfalls 
of ‘active ageing’, promotes social inclusion and focuses on structural barriers 
of exclusion. A strengthening environment (e.g. by creating enabling niches) 
is necessary to realise empowerment. If meaningful relations are stimulated, 
the resilience of older persons will improve. Rooted in positive psychology, 
resilience focuses on how people can positively overcome adversity and 
vulnerabilities and how they can manage challenging circumstances. Our 
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resilient narratives of older persons show that various sources of strength on 
the individual, interactional and contextual domains are interconnected. For 
an optimal climate for resilience, these resources need to interact favourably. 
The importance of the power of giving, warm and positive relationships, 
strengthening community care and community building, and increasing 
access to health and social services are important ways to facilitate resilience 
and empowerment. 

Older persons are full citizens and, in line with empowerment, co-creation 
seems to be the positive approach for policy, practice and research for coop- 
erating with them. This benefits both older persons and society as a whole, 
and brings us another step closer in realising Silver Empowerment. 
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CHAPTER 2 


THE ECONOMIC COST OF THE 
LONELINESS OF OLDER PERSONS 


Jozef Pacolet, Gregorio Rodriguez Cabrero, 
Simon Sosvilla-Rivero 


1. Introduction 


Although until recently, loneliness and social isolation were often taboo and 
received little attention, loneliness is increasingly recognised as an important 
social risk. From being a strictly private problem, loneliness and social isola- 
tion are increasingly considered social problems. This transition has been 
progressive and favoured by phenomena such as ageing, the importance 
of mental health and increased attention for quality of life. The restrictive 
measures implemented to deal with the Covid-19 pandemic have further 
increased attention for loneliness and social isolation among older persons and 
other age groups (see e.g. O'Sullivan et al., 2021). The increasing awareness 
of this subject has triggered academic researchers to estimate its costs and 
to discern effective loneliness policies. 

This chapter contributes to the literature by comparing the experiences 
of Spain and Belgium, two countries with different welfare states and care 
models but with similar levels of loneliness. The following section presents 
a theoretical framework to evaluate the economic cost of loneliness of older 
persons. The two subsequent sections successively analyse the case studies 
of Spain and Belgium, including several comparisons. Finally, we provide 
some concluding remarks and policy implications. 
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2. Theoretical dimensions of the economic cost of 
loneliness of older persons: A literature review 


Loneliness is a fundamental part of the human condition and can be described 
as ‘the unpleasant experience that occurs when a person’s network of social 
relations is deficient in some important way, either quantitatively or quali- 
tatively’ (Perlman & Peplau, 1981, p. 31). It is a significant societal challenge, 
and although it is not only a problem for older persons, they appear to have 
relatively high loneliness rates (Dykstra, 2009). In the section that follows, 
we offer a review of the measurement of loneliness and social isolation, the 
identification of the financial costs of loneliness and its quantification. 


2.1 Measuring loneliness and social isolation 


Loneliness is measured directly by asking people about their subjective 
feelings of loneliness. In this respect, two main measurement scales have 
been extensively used in empirical research, which are particularly suitable for 
large surveys. The first is the revised UCLA Loneliness Scale (Russell, 1996), 
which consists of twenty items designed to measure feelings of loneliness, 
and its shorter version, the three-item UCLA Loneliness Scale (Hughes et al., 
2004). The second scale was developed by De Jong Gierveld and collaborators 
(De Jong Gierveld & Kamphuis, 1985); it consists of eleven items, and there 
is also a shorter six-item version (De Jong-Gierveld & van Tilburg, 2006). 
Further, loneliness can also be measured indirectly by measuring important 
determinants of loneliness, such as household type (see Chapter 3 in this 
volume) or social isolation. The latter refers to the lack or almost complete 
absence of relations with other people and can be measured by the number 
of contacts or contact frequency. For the measurement of social isolation, 
the Lubben social network scale (Lubben & Gironda, 2003) is usually used, 
providing information about a person’s social contacts with family, close 
friends and acquaintances. 


2.2 Identifying the cost of loneliness 


The cost of loneliness of older persons can be estimated using the financial 
costs for persons who feel lonely and for their family and friends, as well as 
for the health system, the community and the economy in general. 
Concerning the socio-health costs of loneliness, there have been hun- 
dreds of published papers on the detrimental effects of loneliness on health 
and quality of life (Nyqvist et al., 2019). In this regard, it is important to 
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consider both the costs of medical care and social assistance according to 
different socio-economic groups and types of loneliness (because the costs 
depend on specific loneliness characteristics). Medically, different studies 
have linked loneliness to multiple chronic conditions, heart disease, lung 
disease, cardiovascular disease, hypertension, atherosclerosis, stroke and 
metabolic disorders, such as obesity and metabolic disease (Adam et al., 
2006; Vander Weele et al., 2011; Cacioppo et al., 2014; Cacioppo et al., 
2015; Valtorta et al., 2016). Indeed, there is consensus on the link between 
loneliness and morbidity and mortality, especially in the older population 
(Hawkley & Cacioppo, 2010). Psychologically, loneliness is also associated 
with various problems such as depression, psychological stress and anxiety 
(Lauder et al., 2006; Cacioppo et al., 2006), cognitive decline and the 
progression of Alzheimer’s disease (Wilson et al., 2007). Further, loneliness 
has a significant impact on lifestyle such as diabesity, smoking, less physi- 
cal activity, high cholesterol (Richard et al., 2016) and sleep dysfunction 
(Cacioppo et al., 2002).' Based on these insights, we conclude that loneliness 
has a considerable impact on the increasing healthcare costs of Western 
countries (WHO, 2018) because it results in a higher need and utilisation 
of healthcare, especially among older persons who suffer disproportion- 
ally from multiple conditions (Andersen & Newman, 2005). Moreover, 
loneliness can also create additional burdens on health services. Indeed, 
it is associated with more general practitioner consultations, regardless of 
health status, because people who feel lonely may seek medical assistance 
to satisfy their need for social interaction (Ellaway et al., 1999).” In this 
respect, Gerst-Emerson and Jayawardhana (2015) stress that successful 
loneliness interventions for older persons may result in a significant decrease 
in physician visits and healthcare costs. 

As for the indirect costs for society, loneliness has wider societal implica- 
tions because persons with mental health problems require more social 
support from families and communities, and there is a loss of economic 
activity when individuals are unable to work due to health problems. In sum, 
there are substantial costs to individuals, families, the public purse and society 
related to loneliness, and some of these costs can potentially be avoided. 


2.3 Quantification of the cost of loneliness 


Despite the considerable impact of loneliness on the health system in most 
Western countries (WHO, 2018), economic research on the financial costs of 
loneliness is scarce. A recent review by Mihalopoulos et al. (2020) concludes 
that there is a lack of evidence about the economic costs of loneliness and 
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cost-effective loneliness interventions. This study highlights the importance 
of understanding the economic burden of loneliness or social isolation and 
is one of the first to evaluate the cost-effectiveness of interventions targeting 
loneliness or social isolation. 

McDaid et al. (2016) present the most detailed and comprehensive study 
to date, estimating some economic benefits associated with a reduction in 
loneliness in the United Kingdom. To that end, the authors calculate total 
costs representing the net value of current and future costs due to new cases 
of loneliness in a given year. They use a decision analytical model that takes 
on an incidence-based approach to costing, whereby they identify all new 
loneliness cases for a specific geographical population in a given year and 
subsequently estimate the costs associated with treating them, as well as 
other direct and indirect financial and non-financial costs over ten years. 
They contend that effective action to avoid loneliness in a general popula- 
tion cohort, some of whom will already be lonely, could avoid a net value of 
more than £1,700 (values from 2015) per person spread over ten years. Their 
model suggests that the majority of these savings (s9 per cent) are due to 
avoiding unplanned hospital admissions, followed by avoiding excess general 
practitioner consultations (16 per cent) and the delay in the use of dementia 
services for most of the remaining averted costs (20 per cent). Moreover, 
McDaid et al. (2016) claim that the avoidable costs for older persons who 
are severely lonely may increase to £6,000 over ten years. 


3. A southern or family-oriented welfare state regime: 
Spain 


Loneliness is a social problem in Western countries (Cacioppo & Cacioppo, 
2018). In Spain, the scientific and political debate on loneliness is relatively 
recent (Bermejo, 2003; Pinazo & Donio-Bellegarde, 2018; Yanguas, Pinazo- 
Hernandis et al., 2018; Yanguas, Cilveti et al., 2020, among others): it is only 
since 2000 that loneliness has been considered as a social problem and has 
been increasingly incorporated into regional and local social policies. Covid-19 
has given a new push to the debate to promote a national agenda to combat 
loneliness, which does not yet exist in Spain. 

In this section, we tentatively answer three questions: (1) Does the inci- 
dence of loneliness vary between different welfare regimes, with a specific 
focus on Spain? (2) Which social policies that aim to combat loneliness and 
social isolation of older persons are put in place? (3) Which social policies 
are necessary to stimulate the social inclusion of older people? 


THE ECONOMIC COST OF THE LONELINESS OF OLDER PERSONS 59 
3.1 Panoramic view of loneliness and social isolation in Spain 


Our analysis of loneliness and social isolation in Spain is based on European 
and national numbers that allow us to present a panoramic view of the phe- 
nomenon. According to the European Quality of Life Survey 2016 (EQLS), 5 
per cent of Spanish older persons (6s years or older) feel lonely all the time or 
much of the time, which is about 6 per cent of the Spanish adult population 
(eighteen years or older). Further, the percentage of older persons in Spain 
who feel lonely is lower than that in other countries of the Mediterranean 
welfare regime (9 per cent in Portugal, 13 per cent in Italy and 14 per cent 
in Greece) and even in certain countries with a Continental welfare regime 
(such as in Germany, Austria, Belgium and France). However, it is higher than 
several Nordic welfare regime countries, which have rates of about 2 per cent 
(in Denmark and Sweden). In this respect, d’ Hombres et al. (2018) observe 
that loneliness is unevenly distributed among the countries of the European 
Union, with the type of welfare regime being a fundamental explanatory 
factor (see e.g. European Commission, 2019a, 2019b; Nyqvist et al., 2019; 
Sundström et al., 2009). 

With respect to social isolation, the vast majority of older persons in Spain 
(sixty-five years or older) are not socially isolated: they maintain networks of 
social contacts in the area where they live (84 per cent), and they have personal 
contact with relatives (82 per cent), friends or neighbours who do not live at 
home (93 per cent), as well as with relatives over the telephone and internet 
(86 per cent). Social isolation — defined as a lack of social contacts and having 
few people to interact with regularly — affects approximately one out of seven 
older persons in Spain. The importance of personal and family contacts (i.e. 
interaction with extended family members and friends) is, in general, greater 
in Mediterranean welfare regime countries (85 per cent of them have regular 
contact with their family and friends) than in the Nordic welfare regime 
countries and Continental regime countries. However, the differences between 
the EU countries are not significant concerning social isolation. 

In sum, the European indicators for loneliness and social isolation among 
older persons provide a moderately higher integration profile in Spain than 
in Mediterranean welfare regime countries and several Continental welfare 
regime countries, but lower than the Nordic countries. While Mediterranean 
welfare regime countries have relatively more positive indicators of neighbour- 
hood and family relations, their loneliness levels are also higher than those 
of the Nordic and Anglo-Saxon countries. Although the Mediterranean 
welfare regime is a model oriented towards family, neighbours and friends, 
social participation indicators (which are associated with lower loneliness 
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levels) is lower than in countries of the Continental and Nordic regime. Only 
12 per cent of the Spanish population over sixty-five years old participates in 
associations, clubs or different types of civil society organisations, which is 
higher than in other Mediterranean countries such as Greece (4 per cent), 
Portugal (8 per cent) and Italy (11 per cent). Moreover, this participation of 
older persons in Spain is less than half than that of the Continental countries 
and three times lower than in Nordic and Anglo-Saxon countries, where it 
lies between 34 per cent and 42 per cent. Similar conclusions can be drawn 
regarding participation rates of older persons as volunteers in social and 
community service activities. In Spain, the volunteer rate is 5 per cent, which 
is half of Continental regime countries and one third the participation found 
in Nordic and Anglo-Saxon countries. 

The pioneering research about loneliness and social isolation by Diez Nico- 
lás and Morenos Páez (2015) highlights that 20 per cent of the Spanish adult 
population in 2016 lived alone; 41 per cent of this group lived alone because 
they had no choice. People over sixty-five years who live alone represent 32 
per cent of this group (2,792,390), of which 18 per cent (1,615,367 people) feel 
lonely in some way. Almost half of the Spanish population (49.5 per cent) 
believes that the group that suffers the most from loneliness is people over 
sixty-five years. The difference with the EQLS is that this indicator refers 
to persons who experience loneliness all the time or almost all the time, 
while the Spanish survey refers to loneliness regardless of its intensity. Using 
different methodologies and samples, other studies (see e.g. FEM-CET, 2018; 
Yanguas et al., 2019) demonstrate a growing incidence of loneliness among 
the population over sixty-five years old in Spain. 


3.2 Spanish social policies to address loneliness 


What is the nature of the social policies that aim to prevent or alleviate loneli- 
ness and social isolation in Spain? This question has an ambivalent answer. 
On the one hand, the public opinion finds that loneliness should be an object 
of interest of public institutions (64.6 per cent), followed by individuals (27.8 
per cent), non-governmental organisations (NGOs, 3.7 per cent) and private 
institutions (2.4 per cent) (Diez & Morenos, 2015). Hence, loneliness is already 
part of the institutional logic of social policies in Spain, where loneliness and 
social isolation are increasingly recognised as social problems. However, 
people who feel lonely indicate that the answer to loneliness must first be 
investigated within the family (86.6 per cent), followed by social services 
(4.2 per cent) and volunteering (1.1 per cent). In other words, the problem of 
loneliness is increasingly visible, but social inertia makes it so that the answer 
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resides mainly in the intimate family environment and secondarily in public 
institutions and private organisations. 

Is a national strategy needed to combat loneliness in Spain? In this respect, the 
need for a national strategy has made its way in Spain as a consequence of trends 
in the EU, the demand for professional organisations and NGOs, and the growing 
development of regional and municipal programmes for the prevention and fight 
against loneliness.? Programmes aimed at promoting the well-being of older 
persons in autonomous communities and local corporations are increasingly 
taking into account loneliness and isolation.* The scientific debate on loneliness 
underlies these public programmes and most private initiatives against loneliness 
and social isolation. Finally, in December 2018, Spain joined the growing trend 
of social policies in the Member States of the European Union to promote 
national strategies and action plans that address social visibility, institutional 
commitment and operational guidance for loneliness policies (CEOMA, 2018). 

Thus, the activities of municipal and regional public initiatives are increas- 
ing, in which pioneering initiatives stand out.5° The municipal elections 
in April 2019 have given institutional visibility to the policies against the 
loneliness in the programmes of the political parties and to the initiatives of 
the municipalities to create local councils to combat loneliness. Meanwhile, 
organised civil society initiatives are numerous and the good practices in the 
fight against loneliness and social isolation are being consolidated.’ 

A common denominator of public and private initiatives is the need to 
consolidate public-private collaboration programmes and projects (Pinazo 
& Donio-Bellegarde, 2018) that consider the complexity of organising a 
comprehensive response to the problem; have the leading role of people who 
experience loneliness and social isolation; and, finally, develop preventive 
actions that reinforce the social capital of people and the social environments 
in which they live. 

Finally, it is necessary to highlight that Spain has recently joined the current 
EU welfare states, which put loneliness on the political agenda. In 2018, the 
Spanish Parliament approved the ‘non-legislative proposal relating to the 
promotion of measures to combat chronic loneliness’ (see Boletin Oficial de 
las Cortes Generales, 2018). This proposal urges the Government of Spain, in 
collaboration with the autonomous communities, to promote awareness in 
society and improve knowledge about loneliness, with special reference to 
older persons, as well as to approve a national strategy to tackle loneliness in 
relation to the National Elderly Strategy for Active Ageing 2018-2021. Follow- 
ing this, compliance with the non-legislative proposal regarding the creation 
of a State Volunteering Platform to accompany older persons who feel lonely, 
approved by the Equality Commission of the Parliament in September 2018. 
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3.3 Policies to stimulate social inclusion 


Based on the growing social awareness of loneliness, social research has 
developed relevant advances in the understanding of the phenomenon in 
Spain. Almost two decades have passed during which progress was made to 
increase social awareness of the problem and in the parliamentary initiative 
to design a national strategy against loneliness. Beyond the characterisation 
of the event as an epidemic or disease by the media, the empirical evidence 
indicates that we are indeed facing an important social phenomenon, which is 
not a disease that can be the object of medicalisation, but a multidimensional 
reality that demands the joint response of the public sector and organised civil 
society. Several studies (see e.g. Bermejo, 2003; Pinazo & Donio-Bellegarde, 
2018; Sancho Castiello, 2019; Yanguas et al., 2018) highlight the importance of 
the problem, differentiating between its different dimensions, its particular 
prevalence in older age groups and the need to develop a comprehensive 
answer whose fundamental core must revolve around the construction of 
community environments compatible with the personal autonomy of people 
(see the Flemish policy initiative of ‘caring neighbourhoods’, Chapter 4). 
Prevention stands out as a central objective of policies against loneliness. 

Experts consider policies to combat loneliness and social isolation as an 
investment in social cohesion and social inclusion. Although the risk group 
that stands out in several studies is that of people over sixty-five years of age, 
the importance of this subject is confirmed for all ages. The acceleration 
of the increasing longevity of the population, the persistent fall in fertility 
rates and changes in the social structure of households in Spain (Abellán 
Garcia et al., 2020) do not imply a loss of the role of the family in the fight 
against loneliness, but anew configuration of its role within national, regional 
and local strategies in which the fight against loneliness and isolation are 
transversal to all ages (Martinez & Celdrán, 2019). Family support is solid 
in Spain, but relational social capital (social participation and volunteering) 
is still weak compared to the countries of the Continental, Anglo-Saxon and 
Nordic welfare regimes. The strengthening of civil society in Spain is also 
decisive to stimulate the empowerment of older people (De Witte & Van 
Regenmortel, 2019). Policy programmes to combat loneliness in Spain will 
have to combine individual support, which today is reduced to the family 
environment, with greater development of community activities, active 
ageing, volunteering and the extension of intergenerational programmes in 
the framework of programmes for age-friendly cities. 
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4. ABismarckian oriented welfare state regime: Belgium 


Well-developed welfare states that provide adequate income support and 
health and social care services support older persons to cope with the risks 
of life. In this section, we first situate the risk of older persons in Belgium 
living alone, being socially isolated or feeling lonely. Second, we provide some 
tentative estimates of the increased cost of illness due to loneliness. Even 
when the risk of loneliness concerns people of all ages, the cost of reduced 
health is situated mostly in later life. In this respect, advanced welfare states 
have a huge responsibility in absorbing and preventing the negative impact of 
loneliness. Third, we discuss some policy initiatives to prevent and alleviate 
loneliness in Belgium. 


4.1 Panoramic view of loneliness and social isolation in 
Belgium 


In what follows, we discuss some indicators for social isolation (e.g. living 
alone or not, having regular contacts or not) and loneliness of older persons 
in Belgium and from an international perspective. We not only compare 
Belgium with Spain but also with the Netherlands because hereafter we will 
use evidence from the Netherlands to estimate healthcare costs. 

Table 2.1 shows that older persons in Belgium largely live alone (31 per 
cent), with even 43 per cent in the Brussels Region living alone. On top of 
that, about 6 per cent live in a residential care setting, which implies that in 
this so-called collective household, they are most of the time living alone. 
Those at home can benefit from a high level of home care, but this is not the 
case in the Brussels Region. Table 2.2 demonstrates that the share of older 
persons living alone in Belgium is higher than the European average, but that 
compared to the Netherlands, we have more mixed-household situations, 
in addition to the situation of living with a partner. These mixed-household 
situations are, however, much more frequent in Spain. Table 2.2 illustrates 
also that this situation is completely different between men and women. These 
two tables give some insight into certain dimensions of loneliness — namely, 
the objective household situation, the urban role of the capital region, the 
gender dimension, the availability of home care that might alleviate feelings 
of loneliness, and the share of older persons living in a residential care setting, 
which might solve or create new problems of isolation. 
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Table 2.1: Living and care situation of older persons in Belgium (65+), in absolute numbers 


(in thousands) and as percentage of the total number of older persons (65+) (2018). 


Persons Persons Persons Persons Persons Persons Persons Total 
of 65+ of 65+ of 65+ of 65+ of 65+ of 65+ of 65+ popula- 
living staying withno using inother staying tion 
alone in district district tem- in 

retire- nursing nursing porary hospital 

ment or services 

homes other 

related 
services 
Number of persons (in thousands) 
Brussels 168 72 13 149 6 o 3 1,199 
Region 
Flanders 1,376 395 73 1,182 117 4 24 6,553 
Wallonia 725 242 44 631 49 1 13 3,624 
Belgium 2,275 710 130 1,968 173 6 41 11,376 
In % of population 65+ 

Brussels 42.9 7.6 88.5 3.7 0.1 2.1 
Region 
Flanders 28.7 59° 85.9 8.5 0.3 1.7 
Wallonia 33-4 6.1 87 6.7 0.2 1.8 
Belgium 31.2 5.7 86.5 7.6 0.3 1.8 


* This percentage increased in Flanders even further if we look at available places (some 6.2 


per cent of persons above 65) and should be added with the service flats (some 2.4 per cent of 


persons above 65), individual flats, mostly built near retirement homes.Source InterMutualistisch 
Agentschap and Agentschap Zorg en Gezondheid 
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Table 2.2: Distribution of population aged 65 and over by the type of household in 


Belgium and from an international perspective, 2019 (in %) 


Household type One adult Couple Couple Other 
65 years without living with household 
or older children other 

and without persons 
other 
persons 
Total 

European Union - 27 countries 32.6 47.1 10.7 9.6 

Belgium 33.8 53.2 6.2 6.7 

Spain 24.4 40.3 18.9 16.3 

Netherlands 30.8 64.8 27 17 

Men 

European Union - 27 countries 22.6 57.3 15.3 4.9 

Belgium 24.2 63.4 8.7 37 

Spain 17.2 49.3 25.2 8.3 

Netherlands 19.7 75.2 4.0 1.1 

Women 

European Union - 27 countries 40.5 39.2 73 Be re 

Belgium 41.7 44.9 4.2 9.2 

Spain 30.1 33.3 14.1 22.5 

Netherlands 40.6 55.7 15 2.3 


* The Survey on Income and Living Conditions data implies that persons in institutional care are 


not included. The percentage of a population living in those settings could be added to the share 


of persons living on their own. Source Eurostat, based on EU-SILC survey [ilc_lvps30] 
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In Table 2.3, we summarise some evidence of loneliness and social isolation 
among older persons in Belgium. Based on the Survey of Health, Ageing and 
Retirement in Europe (SHARE), De Witte and Van Regenmortel (2021) show 
that 24 per cent of older persons felt lonely in 2015. This is somewhat higher 
than in the other ‘northern’ countries (19 per cent) and central European 
countries (21 per cent), in which Belgium is included, but lower than in 
eastern and southern Europe (36 per cent), where Spain is included. Despite 
the higher level of older persons living alone in Belgium and the Netherlands 
compared to Spain, the subjective feeling of loneliness is similar or even 
lower. De Witte and Van Regenmortel (2021) show how feelings of loneliness 
are higher in single households or in older persons without a partner, so the 
fact that the overall feeling of loneliness in Belgium is not much different 
from Spain is surprising. This might be related to the lower levels of social 
participation of older persons in Spain in comparison to Belgium. Further 
research is needed to study whether loneliness levels are mitigated by the 
support received from welfare state provisions, professional care and income 
support. Welfare state provisions allow older persons to live in a residential 
care setting. Although this could remedy feelings of loneliness, at the same 
time, it could also reinforce those feelings (or at least not succeed to mitigate 
these feelings). Many of the population surveys that are in use, suchas SILC, 
SHARE and European Health Interview Survey (EHIS), limit themselves to 
persons living at home or under-represent those living in institutions. This 
makes it difficult to assess the situation of older persons living in residential 
care institutions. Although based on a small sample in SHARE, the different 
loneliness levels between those interviewed at home or in an institution are 
substantial (see Table 2.3). While in 2015 about 24 per cent of the persons 
who lived in a private household felt lonely in Belgium, almost 38 per cent 
of persons who live in a nursing home felt lonely (in 2013 it was even 44 per 
cent; see Table 2.3). If we apply those percentages to the total older population 
and those living in a retirement home, one out of ten older persons feeling 
lonely lived in a retirement home.’ There is probably a selection bias, as those 
living alone or who have problems of social isolation or loneliness tend to go 
to a residential care setting sooner than those who have more social support. 
Van Regenmortel et al. (2021) combined information on loneliness with in- 
formation on social exclusion. About 71 per cent of the older persons in Belgium 
had a low risk of social isolation or had a relatively large social network. But the 
other 29 per cent had a severe level of social isolation or exclusion. The research 
by Vandenbroucke et al. (2012) provides further information on the combined 
prevalence of loneliness and having a small or large social network. Again, a 
relatively large group (23 per cent) felt lonely and had a small social network. 
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Table 2.3: Loneliness and social participation of older persons in Belgium and from an 


international perspective 


Categories of old-age social exclusion, Flanders and Brussels, N=20,275 % 
(rural and urban) (a) 


Low risk of social exclusion 45.7 
Non-participating financially excluded but with high levels of social relations 25.5 
Environmentally excluded, excluded from social relations 12.5 
Severely excluded in all dimensions of old-age exclusion 16.2 
Categories of loneliness among older persons 2011, 1,500 Belgians above 65 (b) % 
The lonely, feel lonely and have a broad social network 23.0 
The socially isolated, feel lonely and have a small social network 23.0 
The socially resistant, do not feel lonely and have a broad network 45.0 
The contact poor, do not feel lonely and have a small social network 9.0 


Prevalence of loneliness based on SHARE, population 65+ (private households) (c) 


2013 2015 
N % of older N % of older 
persons who persons who 
feel lonely feel lonely 
Belgium 
Interview conducted in private 2,661 24.0 2,823 24.3 
household 
Interview conducted in nursing 83 43.7 89 37.6 
home 
Total Europe 26,134 25.8 24,696 26.5 
Northern Europe 4,849 17.5 4,602 18.9 
Central Europe 11,871 21.0 11,134 20.9 
Eastern and southern Europe 9,415 34.0 8,963 36.1 
Spain 3,679 23.7 3,144 26.1 
The Netherlands 2,208 15.4 


* For the analysis on the SHARE survey, Belgium was included in central Europe, Spain in eastern 
and southern Europe. 

Source 

a) Van Regenmortel (2017). 

b) Vandenbroucke et al. (2012). 

c) De Witte & Van Regenmortel (2021). 
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Ina recent study by the Joint Research Centre (JRC) of the European Com- 
mission, information about the prevalence of social isolation and severe 
loneliness is analysed (D’Hombres et al., 2018). Belgium and Spain are situated 
in the second-lowest quintile for social isolation (meeting friends and family 
at most once a month) with a percentage between 12 and 15 per cent. For 
loneliness (‘frequently feeling lonely’), both countries are situated in the 
middle quintile with a prevalence of 7-9 per cent. The analysis is made for 
the total population and based on the European Social Survey of 2010, 2012 
and 2014. Correcting for other determinants, adults aged sixty-four and older 
have 9 percentage points fewer social contacts compared to the twenty-six to 
forty-five age group, but the feeling of frequent loneliness is slightly lower for 
persons of sixty-five years and older compared to the twenty-six to forty-five 
age group. Those other determinants help explain this unexpected result. 
Bad health has a negative influence on both social isolation and feeling of 
loneliness, but living without a partner and being widowed especially increase 
feelings of loneliness. Further, the negative impact of the economic situation, 
the income situation and unemployment add to feelings of loneliness. An 
update to this study shows that favourable economic circumstances protect 
against loneliness and social isolation and that living alone and poor health 
are important risk factors for loneliness (D’Hombres et al., 2021). 

In table 2.3, there seems to be a lower level of feelings of loneliness in 
the Netherlands compared to Belgium. This seems to be confirmed by the 
evidence in the JRC report where the level of feeling lonely and the level of 
social isolation is lower in the Netherlands compared to Belgium. In the fol- 
lowing section, we will make a stylised translation of the burden of loneliness 
in economic costs in Belgium. We start from the Dutch study that assessed 
the acute healthcare cost in a large sample of the population. The report 
reports that 33.5 per cent of the sample felt somewhat lonely, 5.4 per cent 
considered themselves severely lonely, and 2.9 per cent very severely lonely. 
The percentage of severe loneliness lay around 8.3 per cent what we will use 
hereafter as some 10 per cent of prevalence for Belgium, what probably is a 
conservative estimate to calculate the cost of loneliness for Belgium since the 
evidence above suggest that the feeling of loneliness is less prevalent in the 
Netherlands. We start with a transfer of the acute healthcare cost estimated 
in the Netherlands to the situation in Belgium (and also Spain). It is probably 
a conservative estimate. 
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4.2 An estimate of the societal and healthcare cost of 
loneliness and social isolation 


In an interview at his retirement (Andries, 2021), head of the Belgian health 
insurance Jo De Cock quoted a study estimating the cost of loneliness in the 
Netherlands at around 2 billion euros (Meisters et al., 2021). He discussed 
it in the broader context of lifestyle causes of ill health, such as nutrition, 
alcohol use and obesity. He pointed also to the fact that this study of the 
Netherlands situated the cost as well in the younger age group. Hereafter, we 
use this study to estimate the potential impact of loneliness in more detail. 
The impact of lifestyle, living and health conditions on the economy are 
assessed via health-economic analysis (as described in paragraphs 2.2 and 2.3). 
For Belgium, no original estimates are made of the economic cost of loneliness 
or social isolation. By using the evidence available in other countries, we 
could, however, point to some interesting although partial and tentative 
results — tentative because it is not always clear how to distinguish between 
loneliness, lack of social relations or even the simple situation of living alone. 
There is, however, growing international evidence of the detrimental effect of 
all those situations on health and even mortality. The analysis remains partial 
because comprehensive studies that include all the elements of a full-blown 
societal cost of illness analysis remain scarce, including direct healthcare 
costs but also social care, lost productivity, loss of lives and the translation 
of it in economic terms. This is surprising since the impact of loneliness on 
mortality has been documented already for much longer, and the impact is 
qualified by some (see further) as a ‘major public health’ problem. 


The additional cost of curative healthcare 


We use the total healthcare expenditures of the Eurostat System of Health 
Accounts (SHA) for Belgium, the Netherlands and Spain, to put the estimates 
for the Netherlands (Meisters et al., 2021) in perspective. Expenditures for 
pharmaceuticals are separately mentioned. Figures for general practitioners 
or mental healthcare are not easily accessible. Nevertheless, similar figures 
for Flanders, including information on expenditures for general practitioners, 
are available. According to Meisters et al. (2021), the cost of curative care to 
deal with loneliness without considering covariates is about 8 per cent of 
total expenditures. It is even higher for pharmaceuticals and especially for 
mental care. It remains high for general practitioner and mental care, even 
when covariates are considered. We extrapolate this share of additional 
expenditures to some aggregated figures for health expenditures in Belgium, 
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Table 2.4: Estimate of some direct healthcare costs because of loneliness for the total 


population, based on estimates for the Netherlands 


Flanders 2016 Belgium 2019 Netherlands 2019 Spain 2019 


GDP, in billions of euros 273 476 810 1245 


Total expenditures, public and private, in billions of euros 


Total health 30.57 50.76 82.37 113.67 
expenditures 

Total healthcare minus 22.54 39.56 58.79 105.66 
LTC 

General practitioner 1.25 

Pharmaceuticals 3.71 5.66 6.01 16.80 


Estimated share of health cost because of loneliness. 
based on estimated impact in the Netherlands* 


in billions of euros 


Total healthcare minus 1.83 3.20 4.76 8.56 
LTC 

General practitioner 0.09 

Pharmaceuticals 0.40 0.61 0,65 1,81 


as % of GDP 


Total healthcare minus 0.67 0.67 0.59 0.69 
EEC 

General practitioner 0.03 

Pharmaceuticals 0.15 0.13 0.08 0.15 


* Impact of loneliness on healthcare cost estimated in the Netherlands, in Meisters et. al. (2021): 
for total healthcare minus long-term care (LTC): 8.1 per cent; for general practitioner: 7.3 per cent; 
for pharmaceuticals: 10.8 per cent. 

Source: own calculations based on Eurostat, SHA; De Smedt et al. (2021); Meisters et al. (2021) 


Flanders, Spain and the Netherlands.’ This leads to the total of the considered 
healthcare expenditures related to loneliness to about 3.2 billion euros for 
Belgium yearly or about 0.7 per cent of the gross domestic product (GDP). 
It could be a first and direct cost of loneliness. The estimate for Spain is of 
the same magnitude. This is because healthcare spending as a share of GDP, 
net of long-term care spending, is in Spain on the same level as in Belgium. 
It is long-term care spending that is less developed (see Pacolet et al., 2021). 
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The prevalence of more severe feelings of loneliness (severe and very severe 
loneliness) in the Dutch study is around 8 per cent for the younger age groups 
(between nineteen and sixty-five years), also for the younger ‘old’ (between 
sixty-five and eighty years), but around 12 per cent for people eighty-one years 
and older. The estimates hereafter are for the total population. 


The additional cost of long-term care 


The Meisters et al.’s study (2021) analyses the impact of loneliness on acute 
healthcare. Long-term care becomes important, particularly for older persons. 

An example is how socially isolated older persons in a study in the United 
States (Shaw et al., 2017) were confronted with higher healthcare costs, 
especially hospitalisation, but also nursing home care. Despite this higher 
healthcare cost, they also had a 30 per cent greater risk of death. The study was 
based on a group of 5,270 older persons with an average age of seventy-four 
years. A minority, 13.7 per cent, was at risk of social isolation, and 55.3 per 
cent reported feeling lonely. For the more limited group of socially isolated 
persons, especially the impact of greater use of nursing facilities was obvious, 
while the higher risk of increased mortality remained. The study on the older 
persons in the United States mentions also that 17 per cent of the American 
older adult population lives alone. This is substantially higher in Belgium, 
through which the risk ofisolation can be higher. However, it depends on the 
profile of the older person’s social network and the availability of professional 
care, as provided by a generous welfare state. Even when this international 
evidence is informative for assessing the impact in Belgium, there is a need 
for original estimates in Belgium by either a detailed health survey, including 
all information of care received, or by a detailed translation of international 
evidence of the additional cost for all types of diseases. 

When it comes to the direct care cost, not only the healthcare costs are 
relevant for the population of sixty-five years and older, but also the long-term 
care costs. In Belgium, long-term care expenditures are about 2.2 per cent of 
GDP, of which 1.35 per cent is residential long-term care (LTC) and 0.86 per 
cent for home LTC (in Flanders, LTC costs are estimated at 2.95 per cent 
of the total GDP, with 2.05 per cent for residential care and 0.89 per cent for 
home care) (De Smedt et al., 2021, p. 180). 

The European Health Interview Survey provides some information on the 
use of home care, as part of LTC, according to household type. For almost all 
age groups in Belgium, Spain and the Netherlands, the uptake of home care 
(self-reported use of home care, district nursing but also other home care) is 
higher for persons living in a single household, illustrating how professional 
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care likely replaces for the single household the care that in another household 
would be provided by an informal caregiver. Further, this professional home 
care provides not only care but also contacts and social relations, which could 
reduce the risk of social isolation and loneliness. The use of professional home 
care is higher in Belgium and the Netherlands than in Spain. Belgium is also 
remarkable with regard to another aspect. Even with no difficulties with 
personal care or household activities, older persons — even at a younger age or 
when people not living alone — have a higher uptake of home care. This is the 
case in comparison with the Netherlands, which is known asa country with 
a high level of home care, and certainly compared to Spain. This illustrates 
the generosity of the home-care system in Belgium. 

Could it be that home care also compensates for the need for care because 
of social isolation that is not provided if only the use of professional care to 
persons dependent for activities of daily living (ADL) and instrumental 
activities of daily living (IADL) are targeted? It could illustrate the additional 
cost, but a care cost that is standing for the responsiveness to an enlarged 
definition of needs. Meisters et al. (2021) observe also an increased visit to 
easily accessible and free-of-charge general practitioners by lonely individu- 
als in search of social interactions. Their study concludes further that the 
incremental healthcare costs because of loneliness are more important for 
younger age groups. In addition, Gerst-Emerson and Jayawardhana (2015) 
highlight that chronically lonely persons might more frequently turn to 
professionals. 

The same goes for residential care. In the past, we observed in Belgium 
that going to a nursing home was triggered already by the need for IADL. 
This trend implies that people need to go to a care home sooner: when they 
become single, for example, or because of the limited possibilities to receive 
informal care. Allowing residents to go to a care home could be a consequence 
of more people living alone or feeling lonely. A residential care system that is 
responsive to this increased need will be encountering increasing costs that 
add further to the additional cost ofloneliness. This seems to be confirmed by 
the final report of McDaid et al. (2021, p. 28); they illustrate that the prevented 
cost due to an intervention related to loneliness includes not only acute care 
but also many additional costs due to the increased risk of dementia and a 
substantial avoided cost of residential care. For an intervention programme 
of £376,000 reducing loneliness, the cost savings due to reduced loneliness 
were estimated at £417,339, of which £242,482 or 58 per cent was prevented 
residential long-term care. And that still does not include the value of reduced 
mortality, as we calculate hereafter. 
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The indirect cost of increased mortality 


Observing the meta-analysis of the impact of loneliness on health and mortal- 
ity, we see a lack of transparency for practitioners as well as policymakers 
to grasp the real impact. Although increased risk ratios should be telling 
enough, it could help to translate them into real numbers of deaths and life 
years lost, and put a value on it. 

In a societal cost-benefit analysis of alcohol use and misuse in Belgium, one 
of us estimated the total cost in 1999 at about 6 billion euros or 2.5 per cent 
of the GDP (Degreef et al., 2003).'° The direct healthcare cost was only 0.5 
billion or 0.23 per cent of GDP. For alcohol misuse, specific costs include work 
(lost productivity or accidents at work) and traffic accidents, including fatal 
ones. The indirect cost of increased morbidity and mortality was substantial. 
Based on traditional values of human capital, the cost of increased mortality 
was estimated at 1 billion or 0.46 per cent of GDP, double the healthcare cost. 
However, when we applied much higher values to a statistical life, as revealed 
by the ‘willingness to pay’ estimates, this cost became seven to sixteen times 
higher. But what is the value of human life?" Hereafter, we similarly calculate 
the indirect cost of lives lost due to loneliness or social isolation. 

An interesting starting point is the study of Holt-Lunstad et al. (2015) on 
the impact of loneliness, social isolation and living alone as risk factors for 
mortality. They underline that the three indicators are conceptually different 
and sometimes — but certainly not always — overlap. When they overlap, the 
impact can be even worse. However, remarkable in their study is that the 
quantitative impact for the three indicators is on average around an effect 
size of an odds ratio of 1.3 in the more complete modelling (Holt-Lunstad, 
Smith et al., 2015; Holt-Lunstad, Robles et al., 2017).!* 

In Table 2.6, we use this information in a stylised way to translate it into an 
estimate of the value of lost lives due to loneliness, social isolation or living 
alone. Since the definitions are not identical, we use the recent estimates of the 
JRC ofeither loneliness or social isolation. Since the definitions do not overlap, 
the impact could be larger (more people concerned). For the situations where 
they overlap, the impact is perhaps even higher (greater impact on health 
and mortality). Those are tentative, and probably conservative, estimates. 

The recent estimates of the JRC for social isolation and loneliness are for 
the total population. Using hereafter a stylised figure of 10 per cent for the 
prevalence of loneliness, we are in between the percentages for Belgium and 
Spain of 10-12 per cent for social isolation, and 8 per cent for loneliness. We 
calculate it also for the Netherlands, to put the above-used estimates of the 
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cost of care in perspective, where the percentage is similar for social isolation 
but lower for loneliness. We finally have to identify the basic risk of death for 
all causes for those not confronted with loneliness. We take from the WHO 
Global Health Estimates statistics on leading causes of death and years of life 
lost (YLL). For Belgium, in 2019, 113,000 people died in a population of eleven 
million, from all causes of death. We provide also the figures for the age groups 
sixty to seventy and seventy and above, the focus of our interest here on older 
persons, showing that the people dying are concentrated in those age groups. 
The WHO also estimates the YLL because of these premature deaths. We 
estimated the additional risk of those confronted with loneliness at 1.3 times 
the risk for those not confronted with loneliness, leading to approximately an 
odds ratio as concluded by the meta-analysis of Holt-Lunstad et al. (2017). The 
normal number of deaths for the people at risk of loneliness is estimated at 
11,000; the increased number is estimated at 14,300. Comparing the number 
of deaths at the augmented risk with the average risk of the population gives 
us an estimate of the incremental number of deaths, 3,300. Those increased 
numbers of death count for a total number of years lost of 51,500 years, at an 
average estimate YLL of about 15.6 years. In our estimate of the years lost 
because of the abuse of alcohol, we came to 93,4.45 YLL for 3,847 premature 
deaths.'* Depending on the value in monetary terms we give to life (per year 
of life lost), we arrive at an indirect cost for Belgium of mortality between 2 
and 10 billion euros. This is respectively 0.4 to 2 per cent of the GDP. We use 
the same monetary values for YLL for the Netherlands and for Spain, which 
explains why the share of GDP lost is somewhat lower in the Netherlands 
and higher in Spain. 

Loneliness and social isolation are considered by some authors a major 
public health risk. Holt-Lunstad et al. (2017) compare the increased mortality 
because of a lack of social connections with several leading health indica- 
tors. The analysis is taken over by the United States’ National Academies of 
Sciences. Engineering. and Medicine (2020, p. 42), comparing the risk for 
social isolation with the risk of smoking more than fifteen cigarettes per day 
and almost double the risk of severe drinking (more than six drinks per day). 
The additional mortality risk of loneliness is less severe and somewhat lower 
than the risk of hazardous drinking. 

Holt-Lunstad (2015) argued that the awareness of the public health impact 
of loneliness and social isolation is now at the same level of concern as that 
for the impact of obesity three decades ago. The same goes for the level of 
exhaustiveness of the cost studies of loneliness, whereby the impact on 
mortality or increased morbidity is not translated into total cost estimates. 
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Table 2.6: Estimate of the indirect cost of increased mortality 


Belgium Belgium Belgium Nether- Spain 
all ages age age 70+ lands all all ages 
60-70 ages 
Population (in thousands) 11,539 1,348 1567 17,097 46,737 
Estimated deaths, 113.3 13.9 88.5 153.1 426.7 
all causes (in thousands) 
Estimated YLL. all causes (in 1,767.3 362.1 932.1 2,463.5 6,270.8 
thousands) 
Average estimated YLL, all 15.6 26.1 10.5 16.1 14.7 
causes 
Share of population 0.10 0.10 0.10 0.10 0.10 
confronted with loneliness 
Rest of population 0.90 0.90 0.90 0.90 0.90 
Risk of death 0.0098 0.0103 0.0565 0.0090 0.0091 
Supposed risk ratio 1.30 1.30 1.30 1.30 1.30 
Corrected risk for popula- 0.0095 0.0100 0.0548 0.0087 0.0089 
tion without loneliness 
Corrected risk for popula- 0.0124 0.0130 0.0713 0.0113 0.0115 
tion with loneliness 
Number of deaths for 99.0 13:1 773 133.7 372.9 
population without loneli- 
ness (in thousands) 
Number of deaths for 14.3 1.8 11.2 19.3 53.9 
population with loneliness 
(in thousands) 
Number of deaths normally 11.0 1.3 8.6 14.9 41.4 
(in thousands) 
Additional deaths because 3.3 0.4 2.6 45 12.4 
of loneliness (in thousands) 
Additional YLL (in 51.5 10.5 27.1 71.8 182.6 
thousands) 
Value at 40,000 euro per 2,059 422 1,086 2,870 7,306 
year (in millions of euros) 
Value at 3 million per 9,896 1,212 7,730 13,375 37,289 
statistical life (in millions of 
euros) 
GDP 2019 (in billions of 476 476 476 810 1245 


euros) 
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Belgium Belgium Belgium Nether- Spain 
all ages age age 70+ _ lands all all ages 
60-70 ages 
GDP per capita in euro 41,266 41,266 41,266 47,370 26,640 
Value of YLL at 40,000 euro 0.43 0.09 0.23 0.35 0.59 
as % of GDP 
Value of lives lost at 3 2.08 0.25 1.62 1.65 2.99 
million euro as % of GDP 
Implicit odds ratio 1.304 1.304 1.323 1.303 1.303 


Source: own calculations based on WHO statistics 


Other cost dimensions 


Many of the cost estimates are based on older persons living at home, in a 
community dwelling. However, when they age, they increasingly stay in 
residential care settings. The impact of loneliness on their quality of life, 
their quality of care, their health prospects and life expectancy should be 
further investigated. 

A second specific group at risk are older persons with dementia, both 
for themselves and for the impact on their caregivers, mostly involving one 
main carer. In Belgium, there were about 192,926 persons with dementia in 
2018, or 1.7 per cent of the total population (Alzheimer Europe, 2019). About 
183,307 were sixty-five years or older, which was about 8 per cent of the total 
population above sixty-five years. Adequate care for those persons, at home 
or in institutions, needs to take care of the specific problems of isolation and 
loneliness. 

There is a growing concern about the promotion of informal care because 
this increases the burden on the caregiver, including an increasing incapacity 
for them to participate in social activities. 

De Witte & Van Regenmortel (2021) revealed also a fourth category of 
persons with specific risks of isolation and loneliness — namely, persons with 
a migration background. 

Those four additional dimensions of loneliness, and their size, confirm 
the magnitude of the problem and could add to the total cost of loneliness. 
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Summary 


We presented an estimated direct cost of loneliness at about 3.2 billion euros, 
and an indirect cost of between 2 and 10 billion euros, depending on the value 
we give to life in monetary terms. This is, respectively, 0.7 and 0.4 to 2 per 
cent of GDP.* Other costs are mentioned but not estimated. The mere size of 
those figures confirms that the cost of loneliness is a major public health risk. 


4.3 Belgian social policies to address loneliness 


The responsibility to cope with the burden of loneliness lies in many hands. 
We indicate four: the individual, the public health (and especially prevention) 
policy, the professional care sector and civil society. 

The risk of loneliness and lack of social contact is in line with other dimen- 
sions of lifestyle and puts the responsibility in the hands of older persons 
themselves (during the complete life course). 

Belgium has a strong safety net of social protection, which is widely ac- 
cessible. We illustrated above that Belgium is, for instance, even an outlier 
at the European level in that persons with no ADL dependency apply for 
home care. And in the residential care setting for older persons, even after 
decades of targeting it more to persons with ADL or IADL needs, there may be 
other reasons for going to a nursing home.” This is in line with other studies 
(Meisters et al., 2021; Gerst-Emerson & Jayawardhana, 2015). The care system 
should be more accessible and responsive to problems of loneliness, which of 
course will increase the cost of loneliness. On the other hand, it could trigger 
the need for more preventive measures that could preclude loneliness from 
occuring in the first place. Concern about loneliness starts to be included in a 
preventive public health policy. Hopefully, preventive policies will continue 
to become fully engaged. 

The Covid-19 crisis triggered a greater awareness of loneliness. Neverthe- 
less, the interest for stronger loneliness interventions was already emerging 
before the Covid-19 crisis. For instance, in 2019 the Flemish Council for the 
Elderly recommended a broad range of policies to fight loneliness, ranging 
from raising awareness and avoiding poverty to improved housing, mobility, 
digital literacy and participation (Vlaamse Ouderenraad, 2019). 

There seems to be a substantial underestimation of the cost of loneliness, 
especially when it is compared with the cost of interventions to cope with it. 
In this respect, there is a need for a comprehensive cost-benefit analysis of 
those interventions. The cost-benefit analysis is often limited to the sphere 
of the healthcare itself, not translating the indirect benefits into monetary 
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terms. But even then, there is evidence that some of those interventions are 
not rocket science and seem to be limited in costs. Sometimes loneliness 
interventions can be as small as an excursion day from a standard organisation 
for older persons (Pitkala et al., 2009). They result nevertheless in improved 
self-perceived health and reduced mortality. Those studies (Mihalopoulos, 
2020) did not reveal the major public health problem, as suggested by Gerst- 
Emerson and Jayawardhana (2015). Most of the interventions were oriented 
to social participation and visiting and were relatively cheap so that most of 
the time they were cost-effective and sometimes even cost-saving. But even 
more important than the health, social and economic costs is perhaps the 
conclusion of Gerst-Emerson and Jayawardhana (2015, p. 1018) that ‘some 
researchers have suggested that loneliness may be more treatable than other 
determinants of functional decline among elderly, such as chronic conditions’. 
It should in any case be part of a more fully engaged prevention policy. 

Beyond that, the major knowledge gap is to assess what really happens 
in the care process to see how it copes with the risk of loneliness and social 
isolation that make frail older persons even more vulnerable. Do they succeed 
in making isolated persons more autonomous without abandoning them? 

Belgium has not only a strong welfare state but also a well-developed 
network of civil society organisations.” For Flanders alone, six out of ten 
persons are members of such an organisation. On top of the professional care 
sector, those social movements are an additional antidote against loneliness 
and social isolation. Most civil society organisations are under pressure 
because they depend on public financial support from the state. As a lesson of 
the Covid-19 crisis, their role in avoiding isolation and constructing cohesion 
will probably be recognised again. At the same time, it should challenge them 
to increase their reach to those that are at risk of being isolated. 

Many of those efforts could be situated within a greater emphasis on 
prevention. The efforts for prevention are too limited. Already in 2004, one 
of us quoted the Wanless report in the United Kingdom, advocating the 
transition in elderly care from a ‘healthcare’ approach to a ‘public health’ 
approach (Wanless, 2002). Half of the increased healthcare costs of ageing 
could be compensated by a ‘fully engaged’ policy in prevention and increased 
efficiency (Wanless report quoted in Pacolet et al., 2004). 

Typical for a mature welfare state like Belgium is the large support for 
professional care but also for civil society. However, despite realising those 
massive efforts and resources, the size of the loneliness problem is confronting. 
When estimating tentatively the impact of loneliness, social isolation and 
living alone at 0.7 per cent of GDP for direct cost and 0.4 to 2 per cent of GDP 
for the indirect costs, and with many cost components still left out in the 
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tentative estimate, we illustrate that it is also a major public health concern 
for Belgium. Prevention should be a major point of focus in the public health 
approach. However, coping with this cost of frailty should also be the major 
concern of the more than 10 per cent of GDP we spend in Belgium yearly on 
healthcare and LTC. The professionals active in this ‘silver economy of care’ 
and civil society have the competencies but also the responsibility to give 
more attention to those problems in their day-to-day work. In this respect, 
the ‘empowerment’ framework can change their perspectives and ways of 
working to prevent them from lethargy and provide them with weapons to 
‘resist’ the risk of having too little attention for reaching the lonely. The same 
goes for the above-mentioned civil society. 


5. Concluding remarks 


Loneliness and social isolation, especially among older persons, are at present 
a social problem with a great impact on European societies. Their impact 
not only affects the individual well-being of those who suffer from it and the 
well-being of societies, but it is also accompanied by significant economic 
costs in terms of health and social services and opportunity costs for families 
and society. In this chapter, we analyse the economic cost of loneliness for 
older persons. We stress the importance of measuring its social and economic 
impact and, therefore, discuss some tentative recommendations regarding 
the improvement of public policies aimed to combat loneliness. There are 
several main conclusions that we highlight below. 

First, after a review of the literature, we highlighted how the cost of loneli- 
ness of older persons can be estimated using the financial costs for people who 
feel lonely and their family and friends, the community, the health system and 
the economy in general. The costs associated with loneliness are health-related 
but also psychosocial. However, there is a lack of evidence concerning the 
economic costs of loneliness and on cost-effective loneliness interventions. 

Second, the problem of loneliness and social isolation has been analysed in 
two countries: Spain, as an example of the Mediterranean welfare regime, and 
Belgium, as an example of the Continental welfare regime. The prevalence of 
loneliness and social isolation in Spain is similar to that of Belgium: around 
7-9 per cent of the total population if we consider loneliness and between 
12-15 per cent in terms of social isolation. This similarity is remarkable, despite 
a significant difference in the household structure. 

Spain has recently joined the current EU welfare states, which put the 
social problem of loneliness on the political agenda. On 11 December 2018, 


THE ECONOMIC COST OF THE LONELINESS OF OLDER PERSONS 81 


the Spanish Parliament approved the ‘non-legislative proposal relating to 
the promotion of measures to combat chronic loneliness (Boletin Oficial de 
las Cortes, 2018)’ — an initiative that reflects the different policies and pro- 
grammes applied by local and regional governments with the support of civil 
society. However, such policies are not all-encompassing and lack preventive 
programmes and programmes that help curb poverty and social exclusion. 
Further, they also often lack the promotion of active ageing guided by the 
criteria of empowerment of frail older persons (see Chapter 1). Meanwhile, 
the social policies against loneliness implemented in Belgium have a robust 
system of social protection and social services, more developed than in Spain; 
Belgium’s limitations in this regard lie in the policies to prevent the risk of 
loneliness, which require the participation of various political, professional 
and institutional actors. As a general conclusion, there is room for new forms 
of prevention and interventions in both countries, but particularly in Spain. 
Finally, two recommendations emerge from this chapter. The first is that 
it is necessary to deepen the assessment of the direct and indirect costs of 
loneliness and social isolation as well as the opportunity costs. A cost measure 
allows us to gain more knowledge about the impact of loneliness and social 
isolation and consequently to have qualitative information available for the 
design of effective prevention and social intervention policies. Second, we 
need to pay more attention to loneliness in public health policy, through 
prevention and greater involvement of formal care providers and civil society. 
Public policy alternatives focused on the autonomy of people in friendly 
social contexts and the empowerment of fragile people constitute a positive 
approach to reinforcing prevention and social intervention programmes. 


Notes 


e Wang et al. (2020) find that decreased loneliness was also associated with greater social 
network size and increased neighbourhood social capital. 

2. Kung et al. (2021) provide evidence on the link between loneliness, health and healthcare 
usage in Australia by age group and gender, illustrating the difference in loneliness by levels 


of education, household income and local area socio-economic disadvantage. 


3. For example, a pilot project for the prevention of unwanted loneliness was implemented as 
part of the plan ‘Madrid, Ciudad de los Cuidados’ (‘Madrid, City of Care’). 
4. The Spanish territorial system has been normally featured as quasi-federal, comprising three 


levels of governance: central, regional (autonomous communities) and local (Provinces 
and Municipalities), conceding a remarkable level of self-government to their substate 
entities. 

5. The Social Links Program (Vincles BNC) in Barcelona aimed to promote the use of new 
technologies in the seventy-three neighbourhoods of the capital in collaboration with the 
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ll. 


12. 
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Bloomberg Foundation, channelled through the social services centres) and primary health 
centres. The campaign against loneliness promoted by the Asturian Federation of Network 
of Sustainable Town Halls aims to make visible the different ways of coping with and 
experiencing unwanted loneliness by older people. The programme of care for older people 
in loneliness, of the Department of Family, Social Affairs and Women of the City Council 
of Pozuelo de Alarcón (Madrid). The Radars de Barcelona programme, created in 2008, is 
a neighbourhood network dedicated to the prevention and detection of risk situations for 
older people who live alone in their neighbourhood. 

The ombudsman of the Aragon Region's ‘Justice Table on elders in non-elected loneliness’ 
is a unique initiative. 

Some programmes can be highlighted: the programme against the loneliness by the organi- 
sation Amics de la Gent Gran in Catalonia; the Great Neighbours programme, promoted 
by the organisation Grandes Amigos, with a presence in Madrid, Galicia and the Basque 
Country; the Better in Company programme, from the Pilares Foundation (Madrid); 

the programme ‘Confidants against the loneliness of the elderly’; or the agreement of the 
Mémora Foundation and the San Juan de Dios Hospital, in Santurce, against the loneliness 
at the end of life for people with serious illnesses, to name only a few. 

Share of lonely people in retirement homes (calculations based on Table 2.1 and Table 2.3) 


in thou- % inthou- as % of % in thou- as% of 
sands feeling sands total feeling sands total 
lonely lonely 
in 2013 in 2015 
Population in 
retirement home 130 44 S7 10 38 49 9 
Rest of population 
65+ 2145 24 S15 90 24 S15 91 
Total 572 100 564 100 


The figures for the Netherlands are also estimates on SHA figures and for that reason are 
somewhat different from the original estimates in Meisters et al. (2021). 

The study also calculated beneficial effects of alcohol use of some 1.5 billion (see Degreef et 
al., 2003). They are not subtracted from the six billion. 

In our cost-benefit analysis, we used as a human capital value some 0.5 million euros for the 
statistical life in 1999, while the willingness-to-pay values available at that time for a statisti- 
cal life was from 2.7 to 5.5 million euros (Degreef et al., 2003). We reported at that time 
already that the value of such a statistical life might not change whatever the age of dying, 
illustrating that there is a greater willingness to pay when people get older. The Nobel Prize 
winner Paul Krugman quoted in a Twitter message recently (2021) a value of 10 million 
dollars or 8.5 million euros. The author he quoted was Kip Viscusi. This kind of figure is 
commonly used in transport economics or environmental economics and recently also 

to calculate the benefit of avoided deaths during the Covid lockdown and anti-pandemic 
measures. In a recent contribution, the health economist Eisen (2021) mentioned the aver- 
age cost of a ‘life’ as 3 million euros. 

In the comprehensive design of McDaid et al’s cost-assessment study (2016; see para- 
graph 2.3 above), the authors highlight the importance also of the cost of increased mortal- 


ity, but for reasons of adapting a conservative estimate, they do not put a value on it. 
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13. To put those figures further in perspective: in Holt- Lunstad et al. (2017, p. 18), the preva- 
lence of loneliness in the adult US population is up to 40 per cent and older persons living 
alone is somewhat more than 25 per cent. 

14. But we used at that time also positive health effects of ‘alcohol use’, of 2,460 avoided deaths 
and 25,191 potential gained lives. A lost life can occur at a younger age, for instance, in a 
road accident, with a high number of years lost, while the potential avoided death can come 
later in life, with a lower number of gained life years (Degreef et al., 2003). 

15. Just another comparison of a well-recognised major public health risk of smoking: a study 
for DG Sanco estimated the premature mortality in Belgium due to smoking at almost 
20,000 and use for a year of life lost in 2009 €52,000. This resulted in a monetary value of 
premature mortality in Belgium of some 12 billion or 4 per cent of the GDP (GHK, 2012). 
In this study, the direct healthcare cost was only estimated at 0.25 per cent of Belgium's 
GDP (see p. 26) 

16. This enlargement of needs is confirmed by a recent initiative for defining a new assessment 
scale for persons with a handicap who are entitled in Belgium to an integration allowance 
(Teppers et al., 2018). By adding questions about social participation, we revealed that 
on top of classical ADL and IADL needs, there are clear additional needs related to social 
participation. Sometimes the need for support was only determined by this dimension. 

17. See the website of the federation of those organisations, the united organisations (De ve- 
renigde verenigingen): https: //www.deverenigdeverenigingen.be/downloads/infographic. 

18. As Van Regenmortel invites social workers to do in her inaugural speech as a full professor 
at Tilburg University, 2020, p. 11 
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CHAPTER 3 


AN EMPOWERMENT PERSPECTIVE 
ON LONELINESS AMONG 
OLDER PERSONS 


Jasper De Witte & Tine Van Regenmortel 


1. Introduction 


Research has repeatedly demonstrated that severe feelings of loneliness are 
related to numerous health problems (e.g. depression, mortality risks) (Holt- 
Lunstad et al., 2015; Ward et al., 2021), increased health expenditure (Meisters 
et al., 2021) and negatively impacts the quality of life of older persons (De Witte 
& Van Regenmortel, 2019b; Ten Bruggencate et al., 2018). The significance of 
this subject is further demonstrated by its prevalence rates in Belgium and 
Europe: about 22 per cent of the older Belgians (sixty-five years and older) felt 
lonely in 2017 (De Witte & Van Regenmortel, 2020a). And while loneliness 
was already a growing public health concern during the past years (Marquez 
et al., 2021; Victor et al., 2020), the Covid-19 pandemic put this subject even 
higher on the policy agenda by showing the importance of social connections 
and the opportunity to meet others for our general well-being. Indeed, the 
restrictive measures taken to deal with the pandemic limited possibilities for 
interaction, which resulted in higher loneliness rates. In Flanders (Belgium), 
the telephone help service Tele-Onthaal noted, for example, a record number 
of 139,000 calls in 2020, whereby loneliness was the third most important 
theme, with an increase of 42 per cent (Tele-Onthaal, 2021). 

Unsurprisingly, loneliness is increasingly acknowledged as a public policy 
issue that asks for theory-driven and evidence-based interventions (Burholt 
et al., 2017; Victor et al., 2020). However, to this day, there is insufficient 
evidence about the effectiveness of interventions. 


The inadequate attention [...] is reflected in insufficient investment in monitor- 
ing, investigation of causes and maintenance factors, and evaluation of strategies 
to reduce the prevalence and impact. (Smith & Lim, 2020, p. 3) 
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Asa result of this lacking knowledge, ‘many of the myriad programs that are 
being offered to improve social connectedness and wellbeing, though well- 
intentioned, are of uncertain benefit’ (Smith & Lim, 2020, p. 3). Therefore, 
it is crucial to gain more knowledge about which factors relate to loneliness 
and which interventions can prevent and alleviate those feelings. 

In this chapter, we discuss the current state of loneliness. First, we define 
loneliness and present a theoretical framework to analyse this phenomenon. 
Next, we discuss several (intra-individual, inter-individual and societal) 
factors that are associated with and explain feelings of loneliness among older 
persons, based on statistical analyses concerning older persons in Belgium 
and Europe. In the following, we argue that empowerment is an effective 
framework to develop loneliness interventions. We conclude this chapter 
by formulating several policy recommendations. 


2. A theoretical framework for loneliness 
2.1 The cognitive discrepancy theory of loneliness 


According to the cognitive discrepancy theory, loneliness is the result of a 
cognitive process whereby people subjectively evaluate the quality and quantity 
of their relations. Based on this evaluation, people can make adjustments to 
reduce feelings of loneliness, which can be seen as a signal that stresses the 
importance to preserve social relations (Cacioppo et al., 2015). From this follows 
that loneliness as such is not a problem: everybody feels lonely sometimes. 
Feelings of loneliness become problematic when they persevere for a longer 
period. During the Covid-19 crisis, about 59 per cent of all adults in Flanders, 
Belgium, indicated that they sometimes or often feel lonely, and 36 per cent 
reported severe loneliness (in February 2021) (Steyaert & Heylen, 2021). 
Loneliness can be defined as 


the unpleasant experience that occurs when a person’s network of social rela- 
tions is deficient in some important way, either quantitatively or qualitatively. 
(Perlman & Peplau, 1981, p. 31) 


Connectedness, as opposed to loneliness, refers to 
a positive subjective evaluation of the extent to which one has meaningful 


close, and constructive relationships with other individuals, groups, or society. 
(O’Rourke et al., 2018) 
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Figure 3.1: Loneliness and social isolation 
G=) 


Source: De Witte and Van Regenmortel (2019b). 


In sum, loneliness and connectedness both refer to a subjective feeling people 
have when they assess their objective social relations. We can further divide 
loneliness into emotional and social loneliness. Whereas emotional loneliness 
stems from the absence of a meaningful, intimate and exclusive relationship 
(e.g. with a partner), social loneliness results from the lack of an adequate, 
broad social network of friends, neighbours and acquaintances (De Jong 
Gierveld & van Tilburg, 2006; Weiss, 1973). The distinction between these 
dimensions is crucial to determine which interventions are effective to 
counteract specific types of loneliness, since each type of loneliness requires 
a customised approach (De Witte & Van Regenmortel, 2019b). 

In this regard, objective social relations can be placed on a continuum from 
social isolation to social participation, based on objective indicators that deal 
with the frequency of social contact and the size, structure and functioning 
of social networks more broadly. While social isolation refers to the lack or 
almost complete absence of relations with other people, social participation 
refers to the situation whereby people have many social relations (De Jong 
Gierveld & van Tilburg, 2008). In this respect, the distinction between 
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emotional and social loneliness implies that both intimate and peripheral 
relationships are important: whereas intimate relationships are associated 
with a sense of love and belonging (a lack thereof may result in emotional 
loneliness), peripheral relationships relate to a feeling of being connected to 
society (a lack of thereof may result in social loneliness) (Ten Bruggencate 
et al., 2018). 

It is important to bear in mind that although the subjective evaluation of 
social relations (e.g. loneliness or connectedness) and the objective charac- 
teristics of those relations (e.g. social isolation or participation) are strongly 
related to each other, this is not a one-to-one relationship. People can have 
many social relations but still feel lonely, or people can live socially isolated but 
not feel lonely. This is because loneliness is not exclusively determined by one’s 
objective social relations, but also by personal (e.g. character, expectancies) 
and structural factors (e.g. culture), which explains why people with similar 
objective social relations do not experience loneliness (or connectedness) 
to the same extent (Vandenbroucke et al., 2012). Moreover, subjective social 
needs and objective social relations are not static but change over time (Peplau 
& Perlman, 1979). 


2.2 Resilience: A crucial ingredient to construct a satisfying 
social network 


Older persons need sufficient resilience to prevent or alleviate feelings of 
loneliness. Indeed, resilience is crucial to surmount various challenges during 
life and to realise goals, such as constructing a satisfying social network 
(Wilson et al., 2021). The theoretical link between loneliness and resilience 
has also been shown to be statistically valid, since Gerino et al. (2017) have 
demonstrated that the effect of loneliness on quality of life is mediated by 
resilience. In Chapter 1, resilience is defined as ‘patterns and processes of 
positive adaptation and development in the context of significant threats 
to an individual’s life or function’ (Janssen, 2013, p. 21), which matches the 
Luthar et al.’s definition (2000, pp. 543-562) of resilience as ‘a dynamic process 
resulting in positive adaptation within the context of adversity’. With respect 
to loneliness, resilience processes consider the adversities, resources and 
control processes of older persons to construct a satisfying social network 
and alleviate feelings of loneliness (De Witte & Van Regenmortel, 2019a). 
Indeed, resilience implies that older persons are able to overcome adversities 
(e.g. death of partner, mobility limitations) by using their resources (e.g. 
psychological hardiness, social services) to construct a satisfying social 
network and reduce feelings of loneliness. 
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In this respect, we first find that older persons are confronted with various 
age-related adversities and resources that can be found in the individual (e.g. 
mobility limitations), relational (e.g. death of partner, shrinking social network) 
and contextual domains (e.g. ageism). With respect to control processes, the 
motivational theory of lifespan development distinguishes between primary 
and secondary control processes that can be used to deal with adversities and 
construct a satisfying social network (see Chapter 1). An older person who 
actively engages in an organisation to meet new people is an example of a 
primary control strategy that is applied to realise a satisfying social network. An 
older person who learns to accept that his contact possibilities decrease because 
of severe mobility limitations is an example of a secondary control strategy: 
this person applies a psychological process to bring himself in line with his 
specific context. This concurs with the ascertainment of Peplau and Perlman 
(1979) that there are three ways to alleviate feelings of loneliness. The first way 
consists of improving social relations to the desired level by creating new relations 
or by ameliorating existing relations (this is an example of primary control). 
The second and third ways are psychologically based (examples of secondary 
control): older persons could lower their standards by adjusting unrealistic 
desires about their social relations, or they could deal with feelings of loneliness 
by acceptance, relativisation (e.g. devaluing the importance of social contact), 
denial (e.g. suppressing emotional reactions) or distraction (e.g. gratifying 
their needs in different ways) (Fokkema & van Tilburg, 2007). In this respect, 
older persons are often confronted with increasing adversities (e.g. death of 
a partner, chronic diseases) and decreasing resources (e.g. a declining social 
network), through which their possibilities to use primary control strategies 
decrease, and secondary control processes become more promising (De Witte 
& Van Regenmortel, 2019a). Last, it is important to take the specific context 
into account when studying loneliness because resilience processes always take 
place in a given social, cultural and economic context (Fuller-Iglesias et al., 
2008; Siriwardhana etal., 2014; Wilson et al., 2021). Indeed, certain populations 
(e.g. people with a migration background) often have more adversities and 
fewer resources (Visser & El Fakiri, 2016), and people’s expectations regarding 
social relations differ according to their specific culture (Pruchno & Carr, 2017). 


3. The focus of loneliness interventions 
To know which intervention strategy is most effective to alleviate loneliness 


in a specific situation, it is important to gain sufficient understanding of what 
loneliness entails for different groups and to detect specific barriers that 
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impede those groups from participating and from constructing satisfying 
social networks. Indeed, an intervention strategy is more effective when it 
fits the specific cause and type of loneliness: 


there would, for example, be little use in encouraging an old man to go toa 
men’s club if he is in search of a new female partner, if he suffers from social 
anxiety, if he can barely understand people because he is hard of hearing, or 
if he is very demanding in terms of the friends he makes. (Fokkema & van 
Tilburg, 2007, p. 165) 


In this section, we first gain insight into which groups of older persons (sixty-five 
years or older) in Belgium are most affected by loneliness (Table 3.1), based 
on the analysis of data of the Survey of Health, Ageing and Retirement in 
Europe (SHARE). This information is useful to detect target groups on which 
loneliness interventions could focus. In the following, we discuss the factors 
that explain feelings of loneliness among older persons (sixty-five years or older) 
in Europe, based on a logistic regression analysis of SHARE data (Table 3.2). 
We make use of the sixth wave of the SHARE data, which were collected 
in 2015." SHARE is a cross-national survey taken among community-dwelling 
Europeans of fifty years or older, which has been conducted by twenty 
European countries and Israel on several different occasions since 2004 
(Borsch-Supan et al., 2013). The result is a database with microdata about 
several relevant life domains such as health, socio-economic status and social 
networks (Dolberg et al., 2016). The data were ex ante harmonised and all 
aspects (e.g. translation, sampling) followed strict quality standards. In 2019, 
the individual registration was filled out whereby the authors agreed to the 
SHARE Conditions of Use, after which they were allowed to use the data. 


3.1 The unequal distribution of loneliness 


Fokkema and van Tilburg (2007) divide the causes of loneliness into intra- 
individual, inter-individual and societal causes. Intra-individual causes can 
be found within the personal life sphere of the person (e.g. lack of social 
capacities). In line with other research, we find that the prevalence of lone- 
liness is higher among the ‘older’ old (eighty-five years or older), women 
(Vozikaki et al., 2018), people who live alone, people with a lower education 
level (De Witte & Van Regenmortel, 2020a; Takagi & Saito, 2015) and people 
with an immigration background (De Witte & Van Regenmortel, 2021). 
Further, we observe that French-speaking older Belgians are lonelier than 
Dutch-speaking older Belgians and that people who live in nursing homes 
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are lonelier than those who live in a private household. With respect to the 
relation between loneliness and health, we observe that older persons with 
better health (i.e. self-perceived health, number of mobility limitations, 
or depression) and a higher level of cognitive functioning are less lonely, 
which corresponds to other research (Aroonsrimorakot et al., 2019; Van 
Campen et al., 2018). Also, persons with a higher net household income are 
less lonely (with the exception of the tenth decile) than those with a lower 
income, which is in accordance with Vozikaki et al.’s (2018) research. Last, 
with respect to the link between loneliness and personality traits (e.g. social 
capacities, self-confidence), older persons are lonelier when they feel that ‘what 
happens is out of their control’ and when they have less trust in other people. 
Inter-individual causes of loneliness refer to the contact with other people, 
and include characteristics such as the network size, contact frequency and 
diversity of network members (De Witte & Van Regenmortel, 2019a). In this 
regard, we observe that the prevalence of loneliness is higher among older 
persons without children, with a smaller social network, with fewer network 
members that live nearby, with fewer network members with whom they 
have weekly contact, and older persons who are less ‘emotionally close’ to 
their closest network member. The latter is an indication that it is important 
to have at least one person with whom older persons have a strong bond. In 
addition, while people who do more activities (e.g. charity or voluntary work) 
are less lonely, older persons who give help with personal care and practical 
chores to their own household members feel lonelier than those who do not. 
In this respect, family caregivers are often confronted with a burden of care, 
which can manifest itself on various domains (such as the social domain). 
Indeed, we find that the social life of partners of older persons with high care 
needs can be negatively affected by the care relation, for example, because 
they would feel guilty when they have fun without their counterpart (De 
Witte & Van Regenmortel, 2020b). With respect to the societal causes (e.g. 
population changes), the scientific literature shows that the accessibility of 
healthcare services, negative stereotyping, changes in family and population 
structures (Fokkema et al., 2012; Fokkema & van Tilburg, 2007) and culture 
(Vandenbroucke et al., 2012) affect the contact between people and feelings 
of loneliness. 

Based on analyses, we can distinguish various groups of older persons on 
whom loneliness interventions could focus: the ‘older’ old (eighty-five years 
or older), women, people who live alone, those with a migration background, 
those who live in nursing homes, those with depression or mobility limitations, 
and those with a low income or a small social network. 
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Table 3.1: The distribution of loneliness among older persons (65 years and older) in 


Belgium (2015) 


Loneliness (%) N 


Loneliness 24.7 2,912 
Age groups 

65-74 22.0 1,578 
75-84 25.8 963 

> 85 32.0 371 

Gender 

Men 19.9 1,315 
Women 28.5 1,597 


Household size 


1 39.1 997 
21 17.1 1,915 


ISCED-97 (%) 


(Pre-)primary 28.2 656 
Lower and upper secondary 25.4 1,336 
First stage of tertiary 20.9 895 


Immigrant generation 


Natives 23.5 2,343 
Second generation 32.0 197 
First generation 29.4 168 


Language of questionnaire 


French 30.2 1,364 
Dutch 20.6 1,548 
Interview conducted in household type 

Private household 24.3 2,823 
Nursing home 37.6 89 
Self-perceived health (US scale) 

Excellent-very good 13.3 623 
Good 21.0 1,390 
Fair-poor 38.5 899 
Number of mobility limitations 

o 16.2 1,079 
1 19.5 496 
2 25.8 387 
23 36.4 950 


Euro depression scale 

0-3 (not depressed) 15.0 2,063 
4-8 47.8 820 
9-12 (very depressed) 75-7 29 
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Loneliness (%) N 

Memory test 
Excellent-very good 16.9 622 
Good 22.4 1,522 
Fair-poor 33.2 768 
Equivalent income (in deciles) 
Decile 1 39.9 286 
Decile 2 35.6 296 
Decile 3 25.9 293 
Decile 4 23.1 289 
Decile 5 23.1 287 
Decile 6 17.9 249 
Decile 7 19.6 300 
Decile 8 19.2 305 
Decile 9 17.0 314 
Decile 10 24.2 293 
What happens is out of your control? * 
Often 49.4 301 
Sometimes 33.4 826 
Rarely 19.1 935 
Never 13.0 815 
Trust in other people új 
o-3 (low) 41.9 75 
4-6 24.8 152 
7-10 (high) 15.0 140 
Number of children 
o 32.0 337 
I 25.7 586 
>2 23:2 1,989 
Social network size 
o 95 
1 27.5 520 
2 26.5 615 
3 27.9 541 
24 18.9 798 
Number of network members who live within 1km * 
o 35-4 711 
1 21.6 1,130 
22 175 536 
Number of network members with weekly contact 
o 43.8 84 
1 27.4 727 
2 25.6 694 
23 20.0 966 
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Loneliness (%) N 
Emotional closeness with closest network member 
Somewhat close 44.7 132 
Very close 25.9 893 
Extremely close 217 1,439 
Number of activities kaa 
o 36.9 212 
1 273 613 
22 22.0 1,998 
Have you done voluntary or charity work in the last year? ae 
Yes 19.2 741 
No 26.0 2,068 
Given help with personal care and practical chores to 
household member(s)? 
Yes 28.7 220 
No 17.3 1,758 


x?-test or non-parametric Wilcoxon test: *p<o.1; **p<o.o5; * 
Source: De Witte & Van Regenmortel (2020). 


3.2 The causes of loneliness 


The previous paragraph shows that feelings of loneliness are distributed 
unequally among different groups of older persons. Although this is important 
information that can guide policymakers to set up interventions for specific 
groups, these characteristics do not necessarily explain feelings of loneliness. 
Are women lonelier than men simply because they are women, oris it rather 
because of certain gender-related factors (e.g. lower income, more health 
limitations)? 

The theoretical framework about resilience helps us explain the unequal 
distribution of loneliness among various groups. Indeed, we suppose that those 
groups are characterised by more adversities and less resources that are needed 
to construct a satisfying social network and to prevent feelings of loneliness. 
In Table 3.2, we present the results of a logistic regression analysis that gives 
us more insight into the factors that explain feelings of loneliness among older 
persons in Europe (sixty-five years or older). Hereby, we analyse three models 
that assess the correlation of several variables with loneliness, controlled 
for all other variables. In the first model, we include socio-demographic 
characteristics, which we complement with health variables (model 2) and 
social network variables (model 3). Our final model explains 28 per cent of 
the variance in loneliness (Pseudo R of Nagelkerke), which is satisfactory. 
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Based on our final model, we find that most variables are significantly related 
to feelings of loneliness among older persons in Europe. First, contrary to 
second-generation immigrants, we observe that first-generation immigrants 
are lonelier than natives. This concurs with the scientific literature which 
finds that people with a migration background have higher loneliness levels 
than people without a migration background (De Witte & Van Regenmortel, 
2021), and that this is not only attributable to demographic, socio-economic 
and health factors (Wu & Penning, 2015). Indeed, higher loneliness levels of 
first-generation immigrants can be explained by migration-related factors 
that play into loneliness and general resilience: leaving former relationships 
behind, experiencing difficulties integrating into a new culture (Van Campen 
etal., 2018), cultural dislocation, acculturative processes (e.g. learning a new 
language) and loss of social status (Keung Wong et al., 2007). Moreover, people 
with a migration background often have more social and economic difficulties 
and health problems (van Tilburg & Fokkema, 2021). Second, citizens in 
central Europe are less lonely than those in northern and eastern and southern 
Europe, with the citizens in eastern and southern Europe being the loneliest.+ 
This is contrary to our simplified views of anomie in northern countries and 
Gemeinschaft in southern countries. Indeed, community indicators (which 
are assumed protective against loneliness) are more common in southern 
European countries, and household atomisation and solitary living (which are 
assumed to relate to higher loneliness) first took place in northern countries 
(Sundström etal., 2009). The different loneliness levels between cultural regions 
(such as between the Walloon and Flemish regions) shows that loneliness is 
not only determined by individual and relational factors but also by structural 
and cultural factors. Third, there is only a very small effect of age, whereby 
the ‘older’ old (eighty-five years or older) are lonelier than the ‘younger’ old. 
In this regard, research is not conclusive. On the one hand, older persons are 
found to be more often confronted with lacking intimate attachment figures 
(Vozikaki et al., 2018), more dependency and a loss of mastery and income 
(Van Campen etal., 2018). On the other hand, older persons appear to have a 
lower risk of social loneliness (Wolfers et al., 2022), which could be explained 
by the socio-emotional selectivity theory, which states that older persons attach 
more importance to the quality of contacts and are more satisfied with their 
social relationships (Schoenmakers et al., 2012). Fourth, although women 
are in general lonelier than men (model 1), our analyses show that this can 
be explained by their worse health situation (model 2). Fifth, the last model 
shows that people in the two highest income deciles are less lonely than those 
in the lowest income decile, which concurs with other research that states that 
people with a lower income or less wealth have less financial possibilities to 
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participate (Vozikaki et al., 2018). In this respect, the higher loneliness levels of 
people with alow income are in part explained by their worse health situation, 
which again is in line with other research (Niedzwiedz et al., 2016). Next, we 
observe that older persons who live together with someone and who have 
children are considerably less lonely than those who do not. Further, a worse 
health situation and cognitive functioning strongly relates to higher loneliness 
levels, with depression having the most important effect. In this regard, research 
shows that this relation works in both directions: a worse health situation 
(e.g. mobility problems) can lead to higher loneliness levels (De Witte & Van 
Regenmortel, 2019a), but loneliness may also result in worse mental and physical 
health (e.g. depression, higher blood pressure) (Dahlberg et al., 2022). In this 
respect, Heinberg and Steffen (2021, p. 367) find, for example, that loneliness 
and social isolation, which increased during the Covid-19 crisis, affected eating 
behaviour: ‘eating episodes and calories consumed tend to increase in times 
of emotional distress — particularly depression — boredom and loneliness’. 
Health not only has a strong effect on loneliness (and vice versa), but health 
also explains a significant part of the variation in loneliness according to 
different characteristics (e.g. the ‘older’ old, women and people with a migration 
background). This concurs with our theoretical framework, which states that 
certain groups have more adversities (e.g. health limitations) and less resources 
(e.g. lower income), negatively affecting their general resilience and loneliness. 
Last, we find that the prevalence of loneliness is lower for older persons who 
undertake more activities and who have a larger social network. This explains 
(in part) the detrimental effects of the imposed social restrictions to deal with 
the Covid-19 outbreak on loneliness among older persons. 


Table 3.2: Logistic regression of European older persons (65 years and older) (2015), 


with not being lonely as the reference category (in adjusted log odds). 


Model 1 Model 2 Model 3 


Immigrant generation (natives = ref.) 
2nd generation 0.981 0.945 0.918 
1st generation 1.222 *** 1.188 1,144 *** 


Region (Central Europe = ref.) 
Northern Europe 
Eastern and southern Europe 


1.182 * 
2.169 zokk 


Age 1:023;""* 1.006 ** 1.005 ** 


Gender (Men = ref.) 
Women 1.402 *** — 1.041 1.050 


AN EMPOWERMENT PERSPECTIVE ON LONELINESS AMONG OLDER PERSONS 101 
Model 1 Model 2 Model 3 

Net household income (Decile 1 = ref.) 

Decile 2 0.977 1.076 1.074 
Decile 3 0.906 1.022 1.017 
Decile 4 1.103 1.363 1.368 
Decile 5 0.843 1.005 0.987 
Decile 6 0.905 * 1.133 1.144 
Decile 7 0.702 0.897 0.903 
Decile 8 0.776 * 1.012 1.045 
Decile 9 0.607 0.772""* 0.790% 
Decile 10 0.616 * 0.786 * 0.796 * 


Household size (1 = ref.) 


>1 0.448 ses 0.441 sokk 0.435 zokk 
Having a child/children (No = ref.) 

Yes 0.785 akk 0.763 akk 0.814 * 
ISCED-97 (Upper secondary = ref.) 

Pre-primary 1.326 ** 0.940 *** — 9,863 *** 
Primary 1.138 * 0.939 0.872 
Lower secondary 1.134 1.047 * 0.977 
Post-secondary 0.814 0.850 0.844 
First stage of tertiary 0.785 0.907 0.900 
Second stage of tertiary 1.244 1.367 1.413 
Self-perceived health (US-scale) (Good = ref.) 

Excellent 0.916 0.971 * 
Very good 0.861 0.870 * 
Fair 1.188 1.158 
Poor 1.053 ** 1.030 ** 
Number of mobility limitations 1.037 *** 1.0457 
Euro Depression scale 1.427 *** 1.425 ee 
Memory test (good = ref.) 

Excellent 0.805 ** 0.796 ** 
Very good 0.924 * 0.942 
Fair 1.227 1:235°%* 
Poor 1.209 *** 1,197 *** 
Number of activities 0.959 * 
Social network size 0.933 *** 
N 22,700 22,700 21,499 
Pseudo R (Nagelkerke) 0.13 0.28 0.28 


x?-test: “p<o.1; **p<o.o5; *** 
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4. Empowerment as a way to tackle loneliness 
4.1 Developing effective loneliness interventions 


Our theoretical framework shows that loneliness is a complex phenomenon that 
comes in multiple forms (e.g. social and emotional loneliness) and is determined 
by acomplex interplay of individual (e.g. health), relational (e.g. network size) 
and contextual factors (e.g. culture). Subsequently, we have seen that the older 
population is a heterogeneous one and that feelings of loneliness affect some 
groups more than others (e.g. women, people with a migration background). 
From this, we conclude that one-size-fits-all interventions to tackle loneliness do 
not exist. Rather, we need a wide range of interventions that are tailored around 
the unique needs of the individual. Interventions should not only take into 
account the specific characteristics of the loneliness problem (e.g. type, cause, 
duration) but also the qualities (e.g. subjective perceptions, needs and possibili- 
ties) and context (e.g. access to health and social care, culture) of the person 
(De Witte & Van Regenmortel, 2019b). Moreover, for a loneliness intervention 
to be successful, the older person must (1) be aware of his or her loneliness, 
(2) be willing to deal with it and (3) be able to participate in the intervention 
(Fokkema & van Tilburg, 2007). In sum, loneliness interventions can focus 
on different types of loneliness, target groups, intervention strategies (e.g. 
improving social relations to the desired level, lowering standards or accepting a 
discrepancy), intervention types (e.g. group setting, one-on-one interventions) 
and in various settings (e.g. retirement homes, caring neighborhoods). 


4.2 Empowerment principles as a guide for interventions 


Empowerment starts from a strengths-based perspective, which is particularly 
useful to guide the development of interventions for vulnerable groups, such 
as older persons who feel lonely. Indeed, as previously described, older persons 
are often confronted with increasing adversities (e.g. death of a partner, 
health problems) and decreasing resources (e.g. a declining social network), 
through which their possibilities to use primary control strategies decrease 
and secondary control processes become more promising. Therefore, the 
emphasis of empowerment that all older persons can have mastery and lead 
an autonomous life, despite several age-related adversities and dependencies, 
is crucial for loneliness interventions. 


It is important not just to consider approaches that ameliorate the losses as- 
sociated with older age, but also those that may reinforce recovery, adaptation 
and psychosocial growth. (WHO, 2015, p. 25) 
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Therefore, focusing on what people can still do and accepting certain limita- 
tions is crucial from a strengths-based perspective. Indeed, it is not only 
important to enhance social relations (primary control), but in some instances 
also to lower standards or accept a discrepancy between the actual and desired 
situation (secondary control). Further, since older persons are increasingly 
confronted with age-related adversities, the empowerment framework builds 
on the resilience of older persons. Such a strength-based approach avoids 
unnecessary dependency and positively affects resilience and connectedness 
(Ten Bruggencate et al., 2018), through which feelings of loneliness decrease. 
Loneliness interventions that aim to enhance strength and general resilience 
can focus on factors on the individual, relational and structural level, since both 
the causes of loneliness and sources of strength can be found on these levels 
(De Witte & Van Regenmortel, 2019b). This is in line with the empowerment 
framework, which stresses the shared responsibility of individual, relational 
and structural factors with respect to loneliness. Asa result, all stakeholders 
(i.e. older persons, the social network, professionals, policymakers) can help 
to alleviate loneliness by creating so-called enabling niches, ‘safe and warm 
places in which people are respected and not stigmatized, and be encour- 
aged to grow’, that help to prevent and alleviate feelings of loneliness (Van 
Regenmortel, 2015). In this respect, they can take the empowerment principles 
into consideration when developing or evaluating loneliness interventions, 
such as strength in and through connection, a positive stance, participation, 
inclusiveness and an integral perspective. Further, they can also appeal to 
specific methods of action that stimulate empowerment such as structuration, 
coordination, proactive action and outreaching. These guiding principles 
can be used as quality criteria to evaluate interventions, as well as to develop 
individual empowering policy, practice and research (See Chapter 8). 


4.3 Bras dessus Bras dessous: An empowering intervention to 
alleviate loneliness 


Bras dessus Bras dessous (BdBd) is a social work organisation that applies 
various empowerment principles and methods of action to alleviate feelings 
of loneliness among older persons in Brussels, Belgium. Based on qualitative 
research methods, we discuss how this organisation tries to enhance the 
resilience and mastery of its participants and in that way alleviate feelings 
of loneliness (De Witte & Van Regenmortel, 2019b). 
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The development of Bras dessus Bras dessous 


In 2015, BdBd was created in response to three observations. First, citizens ofa 
specific neighbourhood in Brussels indicated that older persons went outside 
less often because of feelings ofloneliness, a general emptiness surrounding 
them, mobility problems, fear of going out and because they felt like there 
was no point in going out. Second, professionals of about thirty organisa- 
tions who are active in that neighbourhood (family help, social services, and 
medical houses, for example) stated that they did not have sufficient time 
to simply chat with older persons (through which they could detect needs). 
This negatively affected the possibilities of older persons to safeguard their 
quality of life and to remain in their own home and neighbourhood. Third, 
BdBd observed that many people were willing to engage and strengthen the 
social and intergenerational bond with older persons in their neighbourhood. 
Based on these observations, BdBd was created. This organisation sup- 
ports lonely and socially isolated older neighbours (beneficiaries) by realising 
intergenerational encounters with younger neighbours (visitors), through 
which participation and a feeling of connectedness increase. More specifically, 
two neighbours (a beneficiary and a visitor) regularly undertake a free activity 
together which gives meaning to their lives and through which their health and 
social network improves. The fact that there is no money involved is supposed 
to add to the creation of real connections. The beneficiaries are sixty years 
or older, live at home and express a feeling of loneliness or social isolation. 
About half of the beneficiaries have no friends or family on whom they can 
count. Further, most beneficiaries only have a moderate to low income, and 
many of them never go out alone (because they do not want to or are unable 
to). Visitors are younger, mostly between twenty and seventy years old. 
The overall goal of BdBd is not to realise autonomy, but rather that older 
persons acquire a positive self-image and a feeling of control through which 
they can make conscious decisions about their own lives again. This is in line 
with our data analyses in the previous paragraphs, which show that feeling in 
control relates to lower loneliness levels. From this we conclude that BdBd was 
developed based ona needs assessment through which a specific target group 
was detected (i.e. lonely and socially isolated older persons) and an intervention 
strategy was chosen (i.e. improving social relations to the desired level by 
creating new relations). This intervention is suited for this target group because 
our data analyses demonstrate that both social participation and network size 
significantly relate to lower loneliness levels. This intervention is further also 
positive for the ‘visitors’ because our analyses show that voluntary work and 
doing things for other people result in more resilience and less loneliness. 
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Empowerment principles 


BdBd adheres to the empowerment framework. Indeed, its main focus lies 
in stimulating strength and connection of the beneficiaries by focusing on the 
activities they want and are still able to do. 

First, BdBd uses a proactive outreaching method to find both beneficiaries 
and visitors. At the outset, BdBd contacted various professional confidants 
of older persons in the neighbourhood where they were active (e.g. doctors, 
medical houses, social workers) and various small shops (e.g. pharmacies, 
butchers). They subsequently informed those actors about how BdBd works, 
and handed out flyers and posters to inform possible beneficiaries. It is 
important that people see those flyers and posters in various local places 
because often it takes some time before they dare to make contact with the 
organisation or even to simply realise that they feel lonely. Second, over five 
days, BdBd was physically present in the neighbourhood with a caravan to 
inform people about loneliness, social isolation and how the organisation 
works. They gained confidence and trust by staying several days in the same 
neighbourhood, which is needed to reach hard-to-reach groups (inclusiveness). 
Third, BdBd informed the public through various local information channels 
(local television, radio, magazines). The visitors were sought through the same 
channels as the beneficiaries, supplemented with word-of-mouth publicity 
and publicity in schools and on Facebook. 

BdBd adopts an integral and person-centred philosophy, whereby everything 
starts with the wishes and needs of the participants. The participants them- 
selves decide how and to what extent they participate in this intervention, 
which is an important empowerment principle. In this regard, BdBd always 
meets a beneficiary or visitor to understand their personal needs, wishes, 
desires and availability, through which the professionals obtain a holistic 
picture of the person. BdBd is very flexible (e.g. with respect to engagements, 
hours, activities) so that more individuals can participate (e.g. single-parent 
households with little time) (inclusiveness). The only engagement BdBd asks 
from the visitors is that they sign a volunteering contract and show proof of 
good conduct. Further, BdBd creates a personal file for each participant that 
contains information about their confidants, the activities they want to do 
(e.g. learn a language, go out for a walk) and their availability. Last, during 
this conversation, BdBd also gives information about other organisations that 
could help the beneficiaries if they have specific needs BdBd cannot fulfil. 
That way, BdBd works complementarily to other organisations. 

Subsequently, BdBd matches a beneficiary with one to three visitors, 
based on both actors’ individual preferences (e.g. availability, interests). The 
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desire to meet each other and share an activity is essential. A good match 
is crucial because it increases the chance of a positive relation between the 
participants, in which trust and respect are central. Therefore, participants 
must be clear about their expectations and engagements. This is important 
because interventions are more effective when participants share values, 
culture and background, belong to the same generation, and have common 
interests, because this leads to more reciprocity and strengthens their resil- 
ience (Hagan et al., 2014). Once a match between two neighbours is made, 
the beneficiary and visitor meet each other, together with a professional from 
BdBd. A few days later, both parties indicate to BdBd if they are okay with 
the other person. If this is the case, they meet each other maximally once a 
week to do an activity together. BdBd sporadically gets in touch with both 
parties to verify whether the activities and encounters go well. That way, both 
beneficiaries and visitors can influence the intervention and participate in 
the decision-making process. During the activities, all involved actors who 
surround a beneficiary (e.g. beneficiary, visitors, doctor, children) can use a 
specific ICT tool which allows them to better communicate with each other. 
That way, they can, for example, make sure that two people do not visit the 
beneficiary on the same day so as to spread their social contacts. 

With respect to participation, although beneficiaries are not structurally 
implicated in the evaluation of BdBd, they are sporadically formally invited 
to give their perspective on the intervention, and informally they are often 
asked about their opinions. This has already resulted in various new initiatives 
such as the so-called soup workshops (more on this below). Next, visitors are 
regularly invited to a meeting where they can share their experiences, through 
which they indirectly evaluate the working of BdBd. During those meetings, 
BdBd also informs the visitors about the working of the organisation, and 
external speakers are invited to talk about relevant themes. This participation 
is important because research demonstrates that interventions are more 
effective when older persons themselves are involved in the process (Cattan 
et al., 2005; Findlay, 2003). 

As we have seen, the informal feedback from the participants led to the 
weekly organisation of soup workshops, where all neighbours can eat soup 
together and meet each other in an informal manner. This is a good example of 
the importance of collaboration and coordination. Indeed, BdBd works together 
with a local food store to make this happen, and various local organisations 
are invited to talk to the participants about their specific projects. Further, 
BdBd also organises other activities such as an annual meal, going to the sea 
and intergenerational activities. However, although these group activities 
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have an added value, they are not the core business of BdBd because many 
lonely and socially isolated older persons do not want or dare to participate 
in group activities. 

From the above, it is clear that BdBd follows a certain structure with both 
beneficiaries and visitors, and makes use of various tools such as a personal 
file for each participant and an ICT tool for communication. This offers 
transparency for all participants, which, according to the empowerment 
framework, enhances both involvement and participation. Indeed, structura- 
tion stresses the importance of jointly creating a methodical plan in which 
the possibilities of the individual and his environment are described, goals 
are put forward and priorities determined. Such a plan not only enhances 
the understanding of the loneliness problem and its solutions, but it also 
gives those persons a voice and offers structure and insight in what works. 
In sum, this intervention is a local, informal initiative that aims to stimulate 
encounters between neighbours and enhance the dynamic in the community. 

With regard to the effects of the intervention on the beneficiaries, profes- 
sionals of BdBd suggest that the beneficiaries increasingly start socialising 
again, which is indicated by the fact that certain pairs start calling each 
other on their own, some beneficiaries take contact with their children again 
(after a rupture), and some older persons go outside again after having been 
indoors for multiple years. About four out of five pairs do not stop their 
visits. Further, the beneficiaries are said to be happier: they take better care 
of themselves, they put on make-up again and their general self-image is said 
to improve. This is perfectly in line with the central duality of the empower- 
ment framework, which stresses that connections result in more strength 
and vice versa. However, not only their mental health seems to improve, 
but beneficiaries also seem to use less medication and go to their general 
practitioner less often. According to the professionals, this intervention 
allows beneficiaries to stay longer in their own home. The positive effects of 
this intervention on the resilience and quality of life of the beneficiaries is 
also demonstrated by the fact that some of them become visitors after a while. 
Last, with respect to the effects of the intervention on the (often also lonely) 
visitors, the professionals suggest that their social life enhances because they 
go out more often, they feel better by helping others (the power of giving) and 
because this intervention gives meaning to their lives. 

Nevertheless, although BdBd has some ideas about its effectiveness (mainly 
based on information from its professionals), it has not conducted a thorough 
effectiveness study. Therefore, it is crucial to study whether BdBd in fact 
realises a decrease in loneliness levels and which are the working mechanisms. 
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5. The need for tailor-made empowerment 
interventions 


Loneliness is a complex phenomenon that comes in multiple forms and is 
determined by factors in the individual, relational and structural domains. 
Furthermore, the older population is also a heterogeneous one. As a result, 
one-size-fits-all interventions do not exist. Rather, we need a wide range 
of interventions, which should be tailored around the unique needs of the 
individual and based on a holistic perspective that takes individual, relational 
and structural factors into account. These loneliness interventions can focus 
on (1) network development, (2) lowering expectations with regard to the 
social network and (3) accepting a discrepancy between the actual and desired 
situation. Moreover, all involved actors that surround an older person who 
feels lonely can contribute to alleviating feelings of loneliness (which is in 
line with empowerment’s idea of a shared responsibility): the older person, 
the social network of family and friends, professionals and policymakers. 
Based on our data analyses, we detect several factors that are entwined 
with loneliness and on which loneliness interventions could focus. On the 
individual domain, loneliness relates strongly to health limitations, through 
which interventions could focus on enhancing the health situation of older 
persons (which is preventive) or on alleviating the negative impact of health 
limitations. In this respect, it is important to counteract depression (e.g. by 
providing sufficient affordable and accessible psychological support). Through 
psychological support, older persons can learn to lower their expectations 
with regard to their social network and learn to deal with grief and traumatic 
experiences that impede them from forming or maintaining relations. In 
this regard, Chapter 1 shows that vulnerable older persons are often unable 
to appeal to psychological support because of its financial cost. Further, 
mobility limitations also significantly affect loneliness among older persons 
because they impede older persons (e.g. with a walker or wheelchair) to use 
public transportation or inadequate sidewalks and because it is not always 
possible to use a taxi with limited financial means. Therefore, it is important 
to provide affordable individual transportation, and to adapt sidewalks and 
public transportation to the needs of older persons with mobility limitations. 
Moreover, taking away the negative outcomes of health limitations would not 
only alleviate loneliness levels: since health is distributed unequally among 
different groups in society (e.g. according to gender, age and migration back- 
ground), it would also help to counteract the inequality between those groups 
with respect to loneliness. On the interactional domain, loneliness appears to 
be strongly related to social participation and network size. Therefore, a wide 


AN EMPOWERMENT PERSPECTIVE ON LONELINESS AMONG OLDER PERSONS 109 


range of interventions is needed that stimulate social participation, increase 
network size and consider the specific situation of the older person who feels 
lonely. Indeed, while it might be appropriate to improve the social capacities 
of some persons (e.g. through social skill training), for other persons it might 
be more beneficial to take away the contextual barriers that impede them 
from participating. This can be done, for example, by increasing their mobil- 
ity, providing sufficient affordable (public and individual) transportation, 
providing access to health and social services or by providing sufficient support 
for family caregivers with a high burden of care, which can also increase 
loneliness. In this respect, interventions could also focus on people with a 
low income because there are still many financial barriers for participation 
and network creation, which result in higher loneliness levels. However, not 
all loneliness interventions cost money. Indeed, our analyses show that older 
persons who give support (to others outside the own household) are less 
lonely, which harmonises with the idea of the power of giving. Indeed, doing 
things for other people (e.g. volunteering, taking care of grandchildren) has 
beneficial effects on the quality of life of older persons and society in general. 
For older persons, this is an important source of strength that results in 
increased feelings of self-worth, self-esteem and mastery. And since the power 
of giving often includes social contact, research shows that it also stimulates 
network development. Last, social participation can also be enhanced by 
stimulating older persons to move in time to a suitable caring neighbourhood 
where there are more possibilities for social participation (see Chapter 4) or 
by creating empowering nursing homes that stimulate social participation 
of its residents by appealing more to their strengths. 

Although a variety of interventions are imaginable, we stress that em- 
powerment is a particularly suitable framework to guide the development of 
loneliness interventions. Empowerment is suitable because it accentuates that 
older persons who are increasingly confronted with problems on various life 
domains can still have mastery over their own situation and environment. In 
this respect, empowerment’s emphasis on resilience, strength and connection 
is crucial for interventions that aim to alleviate loneliness among older persons. 
Indeed, by stimulating the use of strengths, older persons who feel lonely not 
only have more possibilities to create a satisfying social network, but they also 
become psychologically more resilient through which they can more easily 
deal with social setbacks. And since loneliness is a shared responsibility, it 
is important that all involved actors support older persons to make use of 
their strengths and gain control, which enhances their sense of mastery and 
social participation. In this respect, loneliness interventions should take the 
empowerment principles into account to evaluate their working because these 
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principles not only aim to enhance the general resilience of older persons but 
also stimulate their strength and connectedness, and in that way alleviate 
feelings of loneliness. 


Notes 


l; This paper uses data from SHARE Wave 6 (http://dx.doi.org/10.6103/SHARE. 
w6.800); see Börsch-Supan et al. (2013) for methodological details. The SHARE data 
collection has been funded by the European Commission, DG RTD through FPS 
(QLK6-CT-2001-00360), FP6 (SHARE-I3: RII-CT-2006-062193, COMPARE: CITS- 
CT-2005-028857, SHARELIFE: CIT4-CT-2006-028812), FP7 (SHARE-PREP: GA 
N°211909, SHARE-LEAP: GA N°227822, SHARE M4: GA N°261982, DASISH: GA 
N°283646) and Horizon 2020 (SHARE-DEV3: GA N°676536, SHARE-COHESION: 
GA N°870628, SERISS: GA N°654221, SSHOC: GA N°823782, SHARE-COVID19: 
GA N°101015924) and by DG Employment, Social Affairs & Inclusion through VS 
2015/0195, VS 2016/0135, VS 2018/0285, VS 2019/0332, and VS 2020/0313. Additional 
funding from the German Ministry of Education and Research, the Max Planck Society for 
the Advancement of Science, the U.S. National Institute on Aging (U01_AG09740-13S2, 
P01 AG005842, PO1_AG08291, P30_AG12815, R21 _AG025169, Y1-AG-4553-01, 
IAG_BSRO06-11, OGHA_ 04-064, HHSN271201300071C, RAGOS2527A) and from vari- 
ous national funding sources is gratefully acknowledged (see www.share-project.org). 
For more information: http://www.share-project.org/. 

X: This is based on following countries: Sweden, Denmark, Austria, Belgium, Germany, 
France, Switzerland, Czech Republic, Spain and Italy. 

4. We distinguished between northern (Sweden, Denmark), central (Austria, Belgium, Ger- 
many, France and Switzerland) and eastern and southern Europe (Czech Republic, Spain, 
Italy) based on their geography. 
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CHAPTER 4 


THE IMPORTANCE OF 
NEIGHBOURHOOD-ORIENTED 
CARE FOR THE QUALITY OF LIFE 
AND EMPOWERMENT OF OLDER 
PERSONS 


Leen Heylen 


1. The neighbourhood: Back from the past 


The neighbourhood is back from the past when it comes to facing the chal- 
lenges of an ageing population (Thomése et al., 2019). This increasing focus 
corresponds with the rise of the policy concept of ageing in place (Bigonnesse 
& Chaudhury, 2021). Ageing in place is not only preferred by older persons 
themselves, as a symbol of autonomy and independence, but it is also preferred 
on a policy level as a cost-saving solution to the healthcare challenges cor- 
responding with the ageing of the population (Bigonnesse & Chaudhury, 
2021). In addition, the neighbourhood, and more specifically neighbours, 
have gained importance as potential informal care providers (Thomése et 
al., 2019; Volckaert et al., 2020). 

This dual trend merged into concepts such as neighbourhood care, caring 
neighbourhoods and active caring communities that guide local and regional 
policy on ageing in Flanders, the northern region of Belgium (Volckaert et 
al., 2020). In other countries around the world, the community as a field of 
policy action has gained importance as well (Vandesande, 2020). The World 
Health Organization (WHO) can be considered a significant driver of this 
tendency (Volckaert et al., 2020) because it has introduced both the policy 
concept of age-friendly cities and communities (WHO, 2007) as well as the 
conceptual framework on integrated people-centred healthcare (Bigonnesse 
& Chaudhury, 2021; WHO, 2016). 


116 LEEN HEYLEN 


However promising, as both the built environment and neighbourly 
support have been shown to be of significant importance for the well-being 
of older persons (Thomése et al., 2019), there are also some challenges and 
potential pitfalls on the road towards the implementation of neighbourhood- 
oriented care. In this chapter, we elaborate on the potential of the policy 
concept of ‘neighbourhood-oriented care’ to add to the general well-being and 
empowerment of vulnerable older persons, but we also explore the pitfalls, 
boundaries and preconditions when putting this policy concept into practice. 

Hereby, our guiding question is: does it empower older persons? As stated 
in Chapter 1, we build on the following definition of empowerment: 


empowerment is a strengthening process whereby individuals, organisations 
and communities gain mastery over their own situation and their environment 
through the process of gaining control, sharpening the critical awareness and 
stimulating participation. (Van Regenmortel, 2011) 


We first situate the policy concept and disentangle what it actually intends. 
Next, we focus on the empowering aspects of the policy concept with the 
guiding definition of empowerment (see Chapter 1) in mind: which aspects 
have the potential to strengthen individuals, and specifically older persons, to 
gain mastery over their own situation and environment? In addition, we also 
take a closer look at potential pitfalls and boundaries accompanied with the 
translation of the policy concept into practice: where does it risk undermining 
the empowerment of older people? Specific attention is paid to the impact of 
the Covid-19 crisis on neighbourhood-oriented care and the empowerment 
of older persons. Throughout the chapter, we start from the Flemish policy 
concept on neighbourhood-oriented care. We situate this policy concept 
within an international framework and build on both national policy-oriented 
and international academic publications in this chapter in order to reflect on 
the empowering features of neighbourhood-oriented care for older persons. 


2. The policy concept ‘neighbourhood-oriented care’ 

2.1 The rise of the neighbourhood as a policy tool 

The rise of the neighbourhood as a geographical policy scope in facing the 
challenges of the ageing population can first of all be connected to the overall 


thriving policy concept of ‘ageing in place’ (Bigonnesse & Chaudhury, 2021; 
Volckaert et al., 2020). On the one hand, older people prefer to age in place, 
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in their familiar neighbourhood. On the other hand, economic reasons also 
drive this policy choice (Bigonnesse & Chaudhury, 2021). Due to the ageing 
of the population, the need for care will rise, and therefore the costs of care 
as well (Volckaert et al., 2020). As policymakers promote ageing in place, the 
place where people live correspondingly gained policy attention. Place is a 
central concept in international ageing policies nowadays (Drilling et al., 2021). 

When we turn to the international policy level, two of the WHO’s policy 
frameworks can be connected to this rising attention of (inter)national ageing 
policies towards the concept of neighbourhood-oriented care (Bigonnesse 
& Chaudhury, 2021). The first is the policy framework of age-friendly cities 
and communities, launched in 2006 (Rémillard-Boilard, 2019). As the WHO 
(2007) states: ‘an age-friendly city encourages active ageing by optimizing 
opportunities for health, participation and security in order to enhance 
quality of life as people age’ (p. 1). Cities and communities are encouraged 
to build age-friendly environments, according to eight domains which were 
distinguished to enhance age-friendliness. Among these are, apart from 
domains such as community support and health services and social partici- 
pation, ‘place-based’ domains such as as outdoor spaces and building and 
housing. A specific checklist was created as well as a guide to assess the level 
of age-friendliness of cities, a tool frequently used by cities and communities. 
This global policy promotes an integrated response, including the spatial 
context of ageing, to address the challenges accompanied with the ageing 
of the population (Rémillard-Boilard, 2019). 

A second policy framework by the WHO which can be connected to the 
policy concept of neighbourhood-oriented care is the framework on integrated 
people-centred health services. The WHO defines integrated people-centred 
health services as ‘putting people and communities, not diseases, at the centre 
of health systems, and empowering people to take charge of their own health 
rather than being passive recipients of services’ (n.d.). In the centre of the 
concentric model representing this framework is the individual person. This 
first circle around the person refers to self-care. The family is located in the next 
circle: this circle refers to care provided by family, friends and acquaintances. 
A third circle comprises care and support by the community. Surrounding 
these three circles is the fourth circle of professional health services. 

To implement this model, the WHO (n.d.) formulated a framework of five 
interwoven general strategies. Specifically the first strategy is of interest with 
respect to this chapter: ‘engaging and empowering people’ As the WHO states: 


this goal seeks to unlock community and individual resources for action at all 
levels. It aims at empowering individuals to make effective decisions about 
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their own health and at enabling communities to become actively engaged in 
co-producing healthy environments, providing care services in partnership 
with the health sector and other sectors, and contributing to healthy public 
policy. (WHO, n.d.) 


Here, the community, as the third circle of the conceptual model, comes 
forward. Within this circle, we can situate the rising attention by policymakers 
for the neighbourhood. Indeed, with regard to empowering and engag- 
ing communities, the strategic approach the WHO pushes aims to help to 
build confidence, trust and mutual respect as well as the creation of social 
networks within these communities. The aim is to strengthen the capacity 
of communities to organise themselves in this manner and also to generate 
changes in their own living environments (WHO, n.d.). 

Where the age-friendly city programme promotes the spatial aspect of 
policies for older people (Bigonnesse & Chaudhury, 2021), the model of 
person-centred and integrated care broadens the target group of care to all 
persons with a need for care and support within communities, regardless 
of their age. Also, the community and civil society are explicitly put to the 
fore as sources of care and support (Volckaert et al., 2020). For Flanders, the 
WHO framework on person-centred healthcare guided the policy reform of 
primary care (Agentschap Zorg & Gezondheid, 2017; Volckaert et al., 2020). 
Here, the community, and more specifically the neighbourhood, comes to 
the forefront. Applied to the regional context of Flanders, this resulted in the 
policy concept of caring neighbourhoods and neighbourhood-oriented care 
(Agentschap Zorg & Gezondheid, 2017; Vandeurzen, 2018). 


2.2 The policy concept of neighbourhood care disentangled 


Neighbourhood-oriented care or caring communities and neighbourhoods 
are broad concepts, often interpreted as well as implemented in different ways 
(Vandesande, 2020). The Flemish government defines a ‘caring neighbour- 
hood’ as follows: 


a caring neighbourhood is one in which people, regardless of age and major or 
minor support needs in several areas of life, can (continue to) live comfortably in 
their home or familiar environment. It is a neighbourhood where young and old 
live together, where people feel good and secure, where quality of life is central, 
where residents know and help each other, where individuals and families with 
large and small support needs receive support and where services and facilities 
are accessible and available. (Beke, 2021, slide 4) 
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Smetcoren et al. (2019, p. 104) correspondingly speak of an ‘active caring 
community’ in Brussels as ‘an environment able to support frail older people 
to “age in place”. This is more specifically understood as 


a community supporting ageing in place; where residents of the community 
know and help each other; where meeting opportunities are developed; and 
where individuals and their informal caregivers receive care and support from 
motivated professionals. (Smetcoren et al., 2019, p 104) 


‘Neighbourhood-oriented care’ can be understood as a guiding organisational 
model to build ‘caring neighbourhoods’ (Heylen & Gryp, 2020). The Flemish 
policy level defines neighbourhood-oriented care as 


care that is aimed at strengthening social cohesion, at meeting needs for care 
and support from the neighbourhood, at directing users to appropriate care and 
support if necessary, or at taking care of this themselves, but also at actively 
involving the neighbourhood in the operation of the facility through active 
cooperation at the local level, in line with the local social policy plan, under the 
direction of local government. (Woonzorgdecreet, 2019, art. 4, § 2) 


In these conceptualisations of ‘caring neighbourhoods’ and ‘neighbourhood- 
oriented care’, we can distinguish several common features guiding the 
current practice of care in general and specifically for older persons (Heylen 
& Gryp, 2020). These conceptualisations have in common that they focus 
on the geographical level, the meso level of the neighbourhood and on the 
immediate vicinity of people as a field of action for care and support. They also 
imply a holistic view: the person, with individual needs, is at the centre of this 
policy approach. Correspondingly, they also strive for an integrated approach 
across several policy areas. In addition, the conceptualisations do not focus 
on specific age groups, promoting an inclusive approach irrespective of age. 
They also acknowledge citizens, neighbours, neighbourhood networks and 
community organisations, for example, as key players in care (Vandensande, 
2020; Volckaert et al., 2020). While this was already the case for family 
caregivers, these categories of informal care providers are also increasingly 
coming to the foreground (see also Chapter 5). 

This view on care from a neighbourhood perspective offers several op- 
portunities to address some of the needs of an ageing population. However, 
it also starts from some implicit assumptions about both older persons and 
our current society, which do not necessarily correspond with the social 
reality (Thomése et al., 2019; Volckaert et al., 2020). 
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In the following, we first elaborate on the opportunities of approaching care 
and support for older persons from a neighbourhood perspective. Second, we 
disentangle the implicit assumptions of this policy approach and question the 
impact on the quality of life of older persons and their empowerment. We also 
take a look at the impact of the Covid-19 crisis on neighbourhood-oriented 
care in practice. To conclude, we formulate some policy recommendations 
on how this policy concept can be translated into practice in a manner which 
actually empowers older persons in our society. 


3. The policy concept challenged: Does neighbourhood- 
oriented care empower older persons? 


3.1 Opportunities for empowerment 
Where you live matters 


When we disentangle what the concept ‘neighbourhood-oriented care’ intends, 
one of its implicit assumptions is that the neighbourhood, the place where 
you live, exerts influence on the well-being of its residents, irrespective of 
their individual characteristics (Albeda & Oosterlynck, 2018). We call this 
‘neighbourhood effects’. Neighbourhood effects can be defined as 


the idea that living in deprived neighbourhoods has a negative effect on residents’ 
life chances over and above the effect of their individual characteristics. (van 
Ham et al., 2012, p. 1) 


Galster (2012) broadly distinguishes four rubrics or types of neighbourhood 
effects: (1) social interactive, (2) environmental, (3) geographical and (4) 
institutional. 

The social interactive mechanisms refer to social processes endogenous to 
neighbourhoods (Galster, 2012), which can encompass several mechanisms. 
For example, personal norms or attitudes can be affected by contact with 
neighbours. Also, the degree of social cohesion in the neighbourhood can affect 
individual well-being. The environmental mechanisms refer to the effects of the 
surroundings, both natural and human-made attributes of the neighbourhood, 
on the mental or physical health of its residents. Examples are exposure to 
violence, the physical environment (e.g. noise, green) and toxic exposure. The 
geographical neighbourhood effects are about the effects of the geographical 
location ofa neighbourhood affecting the life courses of the inhabitants. They do 
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not arise within the neighbourhood itself, but are relative to larger-scale political 
and economic forces (Galster, 2012). An example is the ‘spatial mismatch’: a 
mismatch between the supply and demand of, for example, jobs but also of care, 
support and services. Another example is inferior public services, simply because 
the local community has poor tax base resources compared to other local 
communities in the neighbourhood. Institutional mechanisms, to conclude, 
involve actions by those who control important institutional resources located 
in the neighbourhood or points of interface between residents and vital markets. 
Examples are the presence and access to high-quality private, non-profit or 
public institutions, the presence of local market players as fresh food markets 
or, on the other side, fast food restaurants or general territorial stigmatisation 
due to, for instance, the history of the neighbourhood, in its turn potentially 
affecting the self-esteem of the inhabitants (Galster, 2012). 

The general implicit rationale behind neighbourhood-oriented care can be 
related to these neighbourhood effects. The meso level, and more specifically 
the manifestation of neighbourhood effects, is acknowledged as one of the 
mechanisms or potential policy tools to add to the well-being of older people. 

It is precisely this geographic proximity that is important for people who, 
due to health or other problems such as financial constraints, are limited in 
their mobility. Older persons, who are often confronted with multimorbid- 
ity, are an important group in this respect (Thomése et al., 2019). Simply 
put, where you live matters, specifically in old age (Prattley et al., 2020). 
The environmental gerontology literature points to several reasons why the 
neighbourhood contributes to the well-being of older people. 

First of all, the built environment and proximity of services and amenities 
positively affects the quality of life of older persons (Bigonnesse & Chaudhury, 
2021). As the length of time spent at home and in the immediate surround- 
ings is significantly higher among this age group, their dependency on their 
immediate built environment increases (Thomése et al., 2019). The presence 
or absence of certain public services or facilities can therefore have a positive 
or negative effect on the residents’ well-being. Think, for example, of the 
presence of a local service centre for meeting other people. People who feel 
good in their neighbourhood and who are satisfied with the local amenities, 
for example, feel lonely less often (Kearns et al., 2015; Kemperman et al., 2019). 

The overall accessibility of the neighbourhood environment - namely, the 
presence of pavements and the accessibility of public spaces and parks matters 
(Bigonnesse & Chaudhury, 2021). This can have an impact on the health and 
meeting opportunities of older persons. Investing in these ‘neighbourhood 
effects’ from a policy level therefore offers opportunities to contribute to the 
general objective of a caring neighbourhood. 
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The neighbourhood’s profile in terms of deprivation matters. In low-risk 
neighbourhoods in the city of Brussels, for example, older persons’ needs 
focused more on formal care and the quality of care, whereas in high-risk 
neighbourhoods, informal care and access to care mattered more (Verté et 
al., 2018). On the negative side, neighbourhood deprivation tends to correlate 
with social exclusion in later life (Prattley et al., 2020). 

The attachment to place is also considered an important dimension of 
ageing well (Thomése et al., 2019). The length lived in a neighbourhood 
positively affects the emotional bond of older persons with the neighbour- 
hood (Thomése et al., 2019). It is this sense of belonging which is associated 
with lower levels of social exclusion (Prattley et al., 2020). A lower level of 
attachment to the neighbourhood among older persons has been found to 
relate to higher levels of loneliness (Kemperman et al., 2019). 

In addition, as people age, the neighbourhood gains importance as a source 
of social contact and social support (Kemperman et al., 2019; Thomése et al., 
2019). Neighbours are important sources of support for older people (Volckaert 
etal., 2020). Not only the actual support among neighbours matters but also 
the latent support: knowing that there are people around in case of need or 
problems and that people are keeping an eye on you is associated with lower 
levels of loneliness as well (Kearns et al., 2015). 

All these neighbourhood features are interrelated and related in multiple 
ways to the general well-being of older persons (Bigonnesse & Chaudhury, 
2021; Drilling etal., 2021). For example, the built environment and proximity of 
services and amenities positively affects both older persons’ sense of belonging 
and number of social contacts. 

To summarise, by recognising not only the individual micro level but also 
the meso level of the neighbourhood as a means of meeting the challenges 
of the ageing population, the concept of neighbourhood-oriented care offers 
policymakers additional tools to empower older persons and strengthen their 
participation. Related to the increasing focus on the neighbourhood as a field 
of policy action, we can discern a first opportunity for the empowerment of 
older persons — namely, the focus on the geographical, nearby residential 
environment of people in need of support. 


Beyond ageism 


Neighbourhood-oriented care is also an inclusive approach: it focuses 
on everyone in the neighbourhood, each resident with unique needs and 
demands. This inclusive view has the potential to work across specific target 
groups (a categorical approach) such as the often targeted group of dependent 
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oldest old adults living alone. This inclusive approach offers a starting point 
to counteract discrimination or stereotyping, as older people know it in the 
form of ageism. Ageism is the systematic stereotyping and discrimination of 
people simply because of their age (Johnson, 2005). Due to the increased life 
expectancy, ageism not only manifests itselfin our current society as a fear of 
growing old but also as a fear of growing old with a physical disability. Illness 
and dependency are being problematised, where active ageing, autonomy 
and independency are being promoted, resulting in a simplistic dichotomy 
between the actively involved healthy older persons and dependent older 
persons (Boudiny & Mortelmans, 2011). Discriminating and stereotyping 
dependent older persons fosters the societal and social exclusion of dependent 
older persons in need of care. In addition, as some older persons internalise 
these negative age stereotypes, this ageism can have a detrimental impact 
on their self-esteem (Burholt et al., 2020). 

In the reasoning of neighbourhood-oriented care, older persons are not 
only addressed as people perhaps in need of care due to their dependency 
but also as potential care providers or supporters. After all, one of the key 
elements of neighbourhood-oriented care is its focus on mutual, informal 
neighbourly support. This kind of support is built on a strengths perspective 
and the concept of reciprocity. In this respect, the empowerment paradigm 
emphasises that vulnerability can go hand in hand with mastery over one’s 
life and that reciprocity enables empowerment (see also Chapter 1). If people 
are able to give, and not only receive, their self-esteem rises (De Witte & 
Van Regenmortel, 2019, 2020; Heylen & Lommelen, 2016). This relational 
conceptualisation of care in the neighbourhood can be considered as a way 
forwards in moving beyond the simplistic, artificial dichotomy between 
caregiver and care recipient (Smetcoren et al., 2019). Subsequently, moving 
beyond this simplistic dichotomy has the potential to empower older persons 
and, on a societal level, move beyond a stereotypical view on old age. 


Acknowledgement of the importance of ‘weak ties’ 


Not only neighbours as a source of mutual support are gaining importance 
as people age; the social fabric of a neighbourhood in general matters as well 
(Bigonnesse & Chaudhury, 2021). Regular contacts with neighbours, a hello 
from a neighbour, an accidental encounter with acquaintances, a chat with 
a shopkeeper all shape the social fabric of a neighbourhood (Bigonnesse & 
Chaudhury, 2021). These ‘weak ties’, recalling the legacy of Granovetter (1973), 
among neighbours can add to feelings of familiarity and safety as well as a sense 
of belonging and place attachment to the neighbourhood (Weijs-Perrée et al., 
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2017), which all are acknowledged as key elements of ageing well (Bigonnesse & 
Chaudhury, 2021). In addition, they can form a bridge towards stronger relations 
(Heylen & Lommelen, 2016; Weijs-Perrée et al., 2017) and therefore, for some, 
prevent or alleviate feeling of loneliness (Kemperman et al., 2019). A British 
study on loneliness concluded that in deprived communities, ‘neighbouring’ 
- social interaction with others in close residential proximity — was associated 
with lower levels of loneliness. In addition, active acquaintance, meaning being 
able to stop and talk to people, was associated with lower feelings of loneliness 
as well (Kearns et al., 2015). 

The policy concept of neighbourhood-oriented care implicitly acknowl- 
edges the importance of these ties, as it strives to strengthen the community, 
develop meeting opportunities and encourage residents to get to know each 
other. As older persons benefit from a good social fabric in their living environ- 
ment, neighbourhood-oriented care has an empowering potential within this 
respect as well, strengthening the participation of older persons. 


An holistic, transversal approach 


A last opportunity that the policy concept entails is the cross-policy area 
view. Neighbourhood-oriented care stands for cooperation across various 
policy domains: not only care but also welfare and housing, mobility, urban 
development and so on are important policy areas that are expected to 
contribute to the general objective. One of the success factors identified in 
the development of age-friendly cities is the extent to which policies for older 
persons are integrated in policies of urban development and management 
of cities (Rémillard-Boilard, 2019). The resident of the neighbourhood, with 
unique care and support needs, is central; a person-centred and integrated 
approach is promoted, corresponding with the model of the WHO. This 
transversal approach, specifically introducing urban planning as a means 
to create healthy social communities for the older persons, can help prevent 
or even reduce loneliness (Kemperman et al 2019). Indeed, Chapter 3 shows 
that feelings of loneliness are related to various factors on the individual, 
relational and structural domains, such as health, income and social network 
characteristics as well as wealth, culture and the region where people live. 


3.2 From policy to practice: A road full of pitfalls 
Whereas the policy concept of ‘neighbourhood-oriented care’ offers several 


opportunities to empower older persons, there are also challenges, pitfalls, 
boundaries and risks on the road towards more caring neighbourhoods. 
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A first important issue to keep in mind is that not all neighbourhoods are 
good environments to age in place (Thomése et al., 2019), and this for several 
reasons (see also the theory on ‘neighbourhood effects’). 

As mentioned above, the level of deprivation ofa neighbourhood can have 
an impact on the well-being of older persons. Victor and Pikhartova (2020) 
conclude that older persons’ loneliness was higher in the most deprived areas 
in the UK, and this independent of individual-level factors. In addition, 
these deprived neighbourhoods are often characterised by a high population 
turnover, which in turn can have detrimental effects on the social networks 
and relationships of the long-term residents (Smetcoren et al., 2019). 

Also, the proximity of amenities and services matter. The general tendency 
of the disappearance of local grocery shops, specifically in the countryside, 
across Europe can therefore have a negative effect on older persons well-being 
as well. As a result of the disappearance of the local grocery shop, older 
persons not only lose access to food close to their door but also a place for 
approachable contact in the neighbourhood. These ‘food deserts’ can therefore 
have a detrimental effect on older persons’ well-being (Volckaert et al., 2019). 

But also not everyone lives in a neighbourhood or has a neighbour. When 
we look at Flanders, it is important to note its dispersed building environment. 
Flanders has about 13,000 km of ribbon development, where about a quarter 
of the Flemish population lives. 6 per cent of the Flemish population live in 
scattered settlements (Pisman et al., 2018). In addition, almost 28 per cent 
of the Flemish population live in a place with an insufficient mix of basic 
facilities within walking or cycling distance, the so-called food deserts. 
Among them are many people over sixty-five (Volckaert et al., 2019). These 
type of built environments are not conducive to building strong, close-knit 
networks of neighbours. 

To summarise, although the concept of neighbourhood-oriented care has 
a great deal of potential, the spatial planning can be a deal-breaker. 


Nostalgia as a misleading driver 


When it comes to ‘neighbourly help’, the bar generally tends to be set too high. 
Nostalgia can be a misleading driver for change in this respect (Volckaert 
et al., 2020). For one, having a neighbour is a first precondition for support. 
Next, even if you have a neighbour, this does not necessarily mean that they 
will actually help you when you are in need, as neighbours do not help each 
other spontaneously. Linders (2010) explains this by three clarifying concepts. 
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First of all, due to what she calls ‘the hesitation to ask for help’, people in 
need of care are often reluctant or hesitant to ask others for help. Second, she 
found that most people are willing to help others but hesitate to help others. 
We generally do not want to interfere in other peoples’ lives, specifically 
those who we only know superficially (as is often the case with neighbours). 
We generally want to respect peoples’ privacy. Third, even if people offer to 
help, people in need of care are mostly reluctant to accept the help offered. 
This is problematic because Chapter 1 demonstrates that ‘acceptance of 
help and support’ is an important building block of resilience among older 
persons. The ‘hesitation to ask for help’, the ‘hesitation to help each other’ 
and the ‘reluctance to accept help’ are barriers for informal support among 
neighbours (Linders, 2010). To illustrate: 14 per cent of the Flemish adult 
population (eighteen years or older) found it (very) difficult to get practical 
help from neighbours if they should need it; 42 per cent think it is possible; 44 
per cent think it is (very) easy. Those who found it difficult are significantly 
more lonely (Steyaert & Heylen, 2021). 

Only when efforts are made to facilitate social contacts and neighbours learn 
to get to know each other can neighbourly help follow (Heylen & Lommelen, 
2016). And even in that case, when neighbours do help each other, this help 
is usually limited to ‘minor help’. This concerns more sporadic help such as 
helping out in the garden, doing the shopping, having a chat and keeping an 
eye on each other. Help on a regular basis or more intensive help, such as help 
with personal care, for example, is usually not included (Heylen & Lommelen, 
2016; Volckaert et al., 2020). Keeping a certain psychological distance is 
preferred among neighbours (Volckaert et al., 2020). This type of support can 
therefore take shape in many ways and is valuable, but it also has its limits. 

Nevertheless, the bar generally tends to be set too high for this kind of 
neighbourly support. In this respect, Thomése et al. (2019) point to a discrep- 
ancy between what a ‘community’ actually is and what people (including 
policymakers but also some researchers) feel it should be. There thus tends 
to be a discrepancy between the empirical observation of research on com- 
munities (e.g. in terms of contact among neighbours, actual support), on 
the one hand, and normative description, what people feel it should be, on 
the other hand (Heylen & Lommelen, 2016; Thomése et al., 2019). Volckaert 
et al. (2020) suggest this could be specifically the case in more rural areas, 
where people tend to believe in a Gemeinschaft idea of their community, a 
community with strong affectionate ties, ignoring the fact that rural areas 
have changed over the past decade. This is in line with the observation in 
Chapter 3 that people in southern European countries, where indicators of 
community and Gemeinschaft are more common, are nevertheless lonelier 
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than those in northern and central European countries, where household 
atomisation and solitary living took place earlier. 

To summarise, nostalgia can therefore be a misleading driver when putting 
policy into practice. Setting the bar of neighbourly support and networks 
within communities too high can lead to an overestimation of both the 
willingness to as well as the extent to which neighbours help and support 
each other. 


The danger of reinforcing inequalities 


A next pitfall we can distinguish is the danger of reinforcing inequalities 
among neighbours or even fostering new inequalities. 

On the one hand, neighbourhood-oriented care acknowledges neighbours 
as actors in mutual support and care, which can have positive effects on the 
well-being of older persons. On the other hand, by appealing to the caring 
attitude of citizens such as neighbours, local residents and informal carers, 
the responsibility of the professional is in danger of being pushed into the 
background. More emphasis is implicitly placed on the citizen as care provider: 
for him- or herself, as a neighbourhood resident, as an informal caregiver. This 
view stems from the WHO’s concentric model, which also lies behind the 
Flemish policy (Volckaert et al., 2020). Within this model, the individual is 
central, then the informal care and support by family, friends, acquaintances 
and the community, followed by the circle of professional care. 

However, not everyone has a social network on which they can rely in case 
of need. And the most vulnerable older persons are the least likely to have 
such a network of family, friends and neighbours to rely on (Heylen, 2011). 
A recent survey of 1,004 Flemish adults eighteen years and older confirmed 
this. Those who experience (severe) difficulties in making ends meet experi- 
ence significantly less social support compared to those who found it (very) 
easy (Steyaert & Heylen, 2021). The concentric WHO model, which is the 
guiding framework of the Flemish policy on care, tends to facilitate a ‘deficit 
thinking’ in this respect (Thys, 2018): this view feeds the perception that 
individuals who lack an informal support network from neighbours have 
a ‘deficit’. Those who are vulnerable and lack a social network risk being 
marginalised (Rémillard-Boilard, 2019). 

In addition, as mutual support is strongly emphasised in the conceptualisation 
of neighbourhood-oriented care, we have to be aware that not all older persons 
have the capacity to take overt, active roles within the community (Bigonnesse 
& Chaudhury, 2021). Perhaps they lack the social skills or simply do not attach 
much importance to social contacts in the neighbourhood (Machielse, 2015). 
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Ona neighbourhood level, the question is raised whether people in deprived 
neighbourhoods are able to support one another. Here again, a risk of social 
exclusion arises. Also, those who lack a neighbour, simply because they don’t 
live in what policymakers perceive as a neighbourhood, risk being overlooked 
(Heylen & Gryp, 2020). 

The question can be therefore be raised how inclusive this policy actually is in 
practice (Rémillard-Boilard, 2019) and whether a negative side effect of this policy 
is the reinforcement of existing or the creation of new forms of social exclusion 
at old age, dividing the included and the excluded (Thomése et al., 2019). 


4. The Covid-19 crisis and neighbourly support 


The Covid-19 crisis in 2020-2021 had a major impact on the social life of the 
older persons and the population in general. Feelings of loneliness increased 
across all ages (Steyaert & Heylen, 2021). An online survey on social relations 
and support among the Flemish adult (eighteen and over) population during 
the Covid-19 crisis confirmed that many people lacked social support (Steyaert 
& Heylen, 2021). A three-item scale measuring social support (OSLO Social 
Support Scale) (Kocalevent et al., 2018) was included in the survey (Bond 
Zonder Naam, 2021). Based on this scale, 1,044 respondents were classified in 
three categories: limited social support (26 per cent), average social support 
(53 per cent) and strong social support (21 per cent). Limited social support 
means that respondents have no one or almost no one they can turn to when 
they are in trouble, it is difficult for them to ask neighbours for practical help 
when this is needed, and there are no or few people around them who pay 
attention to what they are doing. 

Vulnerable respondents experienced limited social support significantly 
more often. Poor health, a difficult financial situation, a lower level of education 
and living alone go hand in hand with limited social support. When we look at 
neighbourly contact and support, as many as 32 per cent of respondents with 
limited social support never have contact with their neighbours. For respondents 
with strong social support networks, this is only 5 per cent. In addition, among 
the latter, the contact frequency with neighbours increased significantly during 
the second lockdown compared to those with limited social support. 

Various local authorities in Flanders and in other countries, but also 
citizens, started initiatives in their neighbourhoods to support and help 
others in their neighbourhood and communities during the Covid-19 crisis, 
including older persons: from phone calls to people over eighty to help with 
groceries and to donating laptops for families in poverty, among other actions 
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(Plovie & Heylen, 2020) (see also Chapter 5). An online survey among citizens 
during the first lockdown in Belgium (April-May 2020) on these initiatives 
discovered that people generally tend to support neighbours they already 
know (Plovie & Heylen, 2020). Keeping in mind that precisely the most 
resourceful people have the largest support networks, this implied that the 
more vulnerable inhabitants also fell between the cracks of the informal 
neighbourhood networks during the Covid-19 crisis. 

Some people, and specifically the most vulnerable, did not benefit from 
the wave of informal initiatives in their neighbourhood during the Covid-19 
crisis. People’s commitment is generally great, but it is mainly focused on 
those they already know. This type of ‘direct’ or ‘warm’ solidarity, situated 
in the informal, private sphere of the community, clearly has its limits. It is 
based on moral values and norms and appeals to citizens’ moral duty to care 
for each other (Plovie & Heylen, 2020). In this view on solidarity, citizens 
themselves choose who they support or not (Oosterlynck, 2018). 

When it comes to putting neighbourhood-oriented care into practice during 
the Covid-19 crisis, the lesson learned is that, in order to empower vulnerable 
older persons, governments and professionals (as a form of ‘indirect’ or ‘cold’ 
solidarity) play a key role in mitigating the inequalities inherent in the social 
networks of older persons by reaching out to vulnerable older persons (Plovie 
& Heylen, 2020). 


5. Conclusion: Towards an empowering 
neighbourhood-oriented care concept 


The recognition of the neighbourhood as a field of action for ageing policies to 
address the challenges of the ageing population is booming. In this chapter, 
we have mapped out both the opportunities that come with neighbourhood- 
oriented care and its challenges, limitations and pitfalls. Empowerment of 
older persons was our guiding principle. 

We distinguished several general opportunities for empowerment. First 
of all, the neighbourhood, the place where you live, does matter in old age, 
as environmental gerontology argues. The living environment has the power 
to empower people. Place-based policies on care therefore inherently have 
an empowering potential for older persons. 

In addition, the inclusive view behind neighbourhood-oriented care can 
address ageism in our societies. By moving beyond a categorical approach to 
care and support and explicitly focusing on mutual support in the neighbour- 
hood, we can consider older persons as both residents perhaps in need of 
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care and support as well as residents who can support others. Focusing on 
the power of giving is a key strategy to empower older persons in this respect 
(De Witte & Van Regenmortel, 2019, 2020). 

In neighbourhood-oriented care, the focus not only lies on mutual support 
but also on strengthening the social cohesion in the nearby environment of 
older persons. These weak ties are known to be of importance as one ages. 
From a small encounter at the local grocery shop to wishing each other a good 
day on the street, these interactions all matter in enhancing older persons’ 
sense of belonging. 

Ata policy level, neighbourhood-oriented care strives for a holistic, trans- 
versal approach. This transversal approach can have an empowering effect 
on older persons because bridging several policy domains, and specifically 
urban planning with care, has the potential to contribute to their well-being, 
specifically in the prevention and reduction of loneliness among older persons. 

On the other hand, we also distinguished some challenges and pitfalls 
corresponding to this booming attention on the neighbourhood. First of all, 
not all neighbourhoods are good places to age well, and this for several often 
intertwined reasons like deprivation, food deserts, the built environment and 
the absence of green areas in the neighbourhood. In addition, nostalgia can be a 
misleading driver in putting policy into practice. There tends to bea discrepancy 
between what policymakers, and also researchers, believe a community should 
be and the empirical social reality. Specifically, the bar for mutual support 
among neighbours generally tends to be set too high. Both policymakers and 
professionals have to be aware of the limits of this type of support in both 
prevalence and intensity. Putting the policy of neighbourhood-oriented care into 
practice also risks reinforcing or establishing inequalities among older persons. 

These challenges and potential pitfalls do not mean, however, that we should 
abort the concept of ‘neighbourhood-oriented care’. It can offer a stepping 
stone for tackling many of the challenges associated with an ageing population 
and has the potential to contribute to the empowerment of older persons. 

The fact that many local authorities and healthcare organisations see these 
opportunities is demonstrated by the growing number of practices that have 
emerged under this broad heading in recent years (De Donder et al., 2021). 
However, further implementation in practice requires a number of precondi- 
tions to truly meet the needs of the older persons and to empower them. 

Animportant precondition is that the spatial dimension of ageing explicitly 
has to be taken into account for persons to age well in place (Thomése et al., 
2019). Therefore, it is important to recognise that not every neighbourhood 
is a good place to grow old. In practice, this also means having an eye for the 
inequalities between neighbourhoods (Prattley et al., 2020). Some deprived 
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neighbourhoods will require efforts to compensate for these inequalities as 
far as possible. This implies that actions and interventions under the heading 
of neighbourhood-oriented care explicitly have to pay attention to this spatial 
dimension: how does the level of deprivation affect ageing well; are there 
enough basic amenities in the neighbourhood; what is the age-friendliness 
of the neighbourhood? Actions and interventions on urban planning should 
therefore also be acknowledged by policymakers as interventions on 
neighbourhood-oriented care. Those older persons who do not live in what 
we, sometimes implicitly, consider a neighbourhood should not be forgotten 
either. In the short term, this requires a focus on outreaching social work. In 
the long term, the concept of moving in time can be of guidance: this means 
making an effort to move in time to an adapted home and living environment 
that allows for ageing in place (De Decker et al., 2018) (and therefore not 
in a ribbon development or in isolation). Or, as the former Flemish master 
builder stated at a conference on neighbourhood-oriented care organised by 
the Flemish government in 2019, ‘Moving in time, to age well in place’ (Van 
Broeck, 2019). Policymakers and policy domains as urban and spatial planning 
have a key awareness-raising role as well as a facilitating role in this respect. 
Also, the role of the professional in this story of neighbourhood-oriented 
care should not be underestimated, nor should the role of neighbours be 
overestimated. The professional — whether it be the social worker of a local 
service centre, the home-care worker or the home-care nurse — should have 
professional experience and expertise in connecting and facilitating people 
and organisations. Working on neighbourhood-oriented care often requires 
a different method of working, a professional shift, but this does not make 
the professional redundant — on the contrary (Heylen & Lommelen, 2016). 
Precisely these professionals are needed to form support networks of other 
professionals, neighbours and informal carers around the older persons in 
need of care. In this respect, Thys (2018) argues for a complementary way of 
working that does not start from a deficit view on, for example, those who 
lack social networks, but to approach both informal and professional care 
with a positive, strengths-oriented empowering view. Self-care, informal 
and professional care can complement each other simultaneously, instead 
of professional care only intervening when self-care and informal care prove 
insufficient, as the concentric model of the WHO implicitly implies. This way 
of thinking allows us not to lose sight of the more vulnerable older people 
without a social network, not to approach them purely from the perspective 
of a deficit and to offer professional support as a matter of course (Thys, 2018). 
De Donder et al. (2021) promote more cooperation and more partnerships 
between all relevant stakeholders of neighbourhood-oriented care within this 


132 LEEN HEYLEN 


respect. Where initiatives on neighbourhood-oriented care in Flanders currently 
often focus on the strengthening of social networks and social cohesion or the 
detection of care needs and the referral to professional care, little has yet been 
done to bridge the gap between these two kinds of initiatives on neighbourhood- 
oriented care. According to the study by De Donder et al. (2021) of thirty-five 
practices of caring neighbourhoods, the politicising factor is still missing. There is 
little or no feedback on policy. And this is precisely where there are empowering 
opportunities in working on neighbourhood-oriented care: working together 
across policy domains, from an integral, holistic approach, in accordance with 
the framework of the WHO on integrated and person-centred care. 

Recently, the WHO launched the UN Decade of Healthy Ageing (2021-2030) 
(WHO, n.d.). Four action areas were defined: (1) age-friendly environments, (2) 
combatting ageism, (3) integrated care and (4) long-term care. When we turn 
to the policy concept of neighbourhood-oriented care, this approach touches 
on these four areas. If applied in an empowering manner, with the pitfalls and 
limitations in mind, neighbourhood-oriented care can offer local communities 
and healthcare organisations an additional tool in addressing the needs of the 
ageing population — in the next decade of healthy ageing and beyond. 
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CHAPTER 5 


AN INTERPLAY OF FORMAL AND 
INFORMAL CARE: STRENGTHS 
AND CHALLENGES FROM AN 
EMPOWERMENT PERSPECTIVE 


Benedicte De Koker, Leen Heylen, Dimitri Mortelmans & 
Anja Declercq 


1. Introduction 


Most care for older persons who are ill or disabled is provided by informal 
caregivers (Suanet et al., 2012).' Many of these informal caregivers provide care 
in ‘mixed care arrangements’, together with formal care services. As in many 
other European countries, there is a growing awareness of the importance 
of the role of informal caregivers and the necessity of ensuring adequate 
support in Flanders (Belgium). A strengthening environment and sufficient 
resources are vital for the process of empowerment and the resilience of 
informal caregivers and older persons (Janssen et al., 2011; Sakanashi & Fujita, 
2017). As Chapter 1 pointed out, resilience can be defined as ‘patterns and 
processes of positive adaptation and development in the context of significant 
threats to an individual’s life or function’ (Janssen, 2013, p. 21). Empowering 
informal caregivers, for instance by acknowledging them as an equal partner 
in the care team, strengthens their resilience. Formal care can provide respite 
for the informal caregiver and specialised care an informal caregiver does 
not have the formation for. Working together in a partnership can be a ‘win’ 
for all those involved, including formal caregivers. 

However, there are several barriers for persons with care and support 
needs and their informal caregivers to make use of formal support. Some 
studies (e.g. De Koker, 2018) even associate the presence of formal support 
with greater burdens on informal caregivers. In this chapter, we explore 
this ‘support paradox’ and its caveats to overcome this. Informal care is not 
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only provided by family caregivers. Neighbours and, more broadly, citizen 
initiatives for care are gaining importance as well (de Jong et al., 2014). We also 
explore how formal care can collaborate with these ‘new forms’ of informal 
care, taking into account their specific nature. In this case as well as with 
family caregiving, the well-intended logic of the health and welfare sector 
taking over and fitting the initiatives into the traditional structure of formal 
care (with planning, steering, regulations, etc.) should be avoided. 

The Covid-19 pandemic posed several challenges for informal caregivers 
and the interplay between formal and informal care. We discuss some recent 
studies in Flanders on this topic and the implications for policy and practice. 


2. Informal caregiving in Flanders, Belgium from an 
international perspective 


In Belgium, there is a growing awareness of the importance of informal care 
for the long-term care system. Informal care is considered an intrinsically 
valuable social phenomenon and a prerequisite for ageing in place. Public 
authorities in Belgium have been advocating an active policy of support for 
informal caregivers (Criel et al., 2014). As a consequence, in 2016 the first 
policy plan for informal care (2016-2020) was launched. 

According to data from the European Quality of Life Survey, 30 per cent of 
adults in Belgium self-report as informal caregivers. This is the highest prevalence 
in the EU, after Greece. Also, the biggest difference between men and women is 
found in Belgium, where 13 per cent more women than men provide care (Zigante, 
2018). Figure 5.1 demonstrates that when it comes to the intensity of caregiving, 
Belgian caregivers spend on average eleven hours a week on their caregiving 
tasks. In all countries, the intensity of caregiving has increased over the years. 

From an international perspective, the use of formal home-care services 
among older people in Flanders is also high. In a comparison of eleven Eu- 
ropean countries, Suanet et al. (2012) report that Belgium has the highest 
percentage of older people combining formal and informal care — around 13 
per cent. Stated reasons include the high availability of home-based services 
as well as a relatively strong familial culture (Suanet et al., 2012). In general, 
the Belgian long-term care system is a mixed system with extensive and 
diverse publicly financed formal care services. The system is also characterised 
by freedom of choice. Many organisations of diverse political or religious 
backgrounds are involved in home care within the same geographic area, and 
users are free to select the organisation they want to receive care from (De 
Almeida Mello, 2018; De Koker, 2018). This has advantages, but it also renders 
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Figure 5.1: Intensity of care (average hours/week) among informal caregivers in Europe 
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communication and coordination of care more difficult and complicated. 
Integrated care and continuity of care therefore become important elements 
of quality. A coordinated follow-up is essential for creating, updating and 
evaluating the care plans at different times and by different care professionals 
(De Almeida Mello, 2018). Collaboration between formal and informal actors 
in a broad sense is also important to provide proactive integrated care and 
to make sure that care is tailored to the individual needs of care recipients 
(Gobbens, 2017; De Witte & Van Regenmortel, 2019). 


3. Conceptual framework 


The interplay between formal and informal care is a topic of increasing 
research attention. Many studies have focused on patterns of service usage 
among older persons and the question whether the two types of care function 
as complements or rather as substitutes (e.g. Geerts & Van den Bosch, 2012; 
Litwin & Attias-Donfut, 2009). Less attention has been paid to the perceptions 
ofinformal caregivers with regard to the use of formal services and how this 
relates to their empowerment. Insight into these experiences is, however, 
essential for being able to offer services that are suited to the needs of both 
clients and their caregivers as well as to create a supportive environment. 
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In their literature review, Sakanashi and Fujita (2017, p. 2) mention the 
support of professionals as a major factor for promoting empowerment in 
family caregivers. Empowerment for family caregivers is defined by these 
authors as 


positive control of one’s mind and body, cultivating a positive attitude, proac- 
tively attempting to understand one’s role as a caregiver to improve caregiving 
capabilities, focusing on others as well as oneself, supporting the independence 
of the care-receiver, and creating constructive relationships with other people 
surrounding them. (Sakanashi & Fujita, 2017, p. 2) 


While Skanashi and Fujita focus on the micro level and on empowering 
relationships, it is just as important to take into account the contextual 
domain. On a broader political-societal level, the accessibility of care, the 
availability of material resources and social policy are crucial to promote 
empowerment (Janssen et al., 2011). 

Caregiving is a dynamic process that is based in relationships (Biischer 
et al., 2011; Lindahl et al., 2010). The interplay between formal and informal 
care has been described as a process of ‘negotiating helpful action’ (Biischer 
et al., 2011). Sims-Gould and Martin-Matthews (2010) developed a concep- 
tual ‘triadic’ model to include the interactive nature of care provision. The 
relationship between the caregiver and professional is defined as ‘assistive 
care’, while care provided by formal home-care workers to the person in need 
of care is defined as ‘direct care’. With regard to direct care, it is clear that 
care recipients are not passive receivers of formal support. Assistive care also 
is a bidirectional relationship that can benefit both informal caregivers and 
formal caregivers. In a triadic approach, all three roles are acknowledged and 
valued in terms of associated responsibilities and needs. Each party ‘brings 
to the equation a dedication to participate as a respectful and valuable care 
team member’ (Talley & Crews, 2007, p. 227). 

Informal caregiving is also often studied from a stress-theoretical perspec- 
tive. This implies that formal services are also assumed to be a source of 
support for informal caregivers (De Koker, 2018). It is often hypothesised 
that an increased use of formal services will reduce caregiver burden and 
alleviate the negative effects of caregiving (Yates et al., 1999). The relationship 
between the presence of formal home-care services and caregiver outcomes, 
however, is not straightforward. Formal home care apparently does not 
automatically result in ‘relief’ or a lower burden for informal caregivers 
(De Koker, 2018; Roelands et al., 2008; Wiles, 2003). Quantitative studies 
(including in Flanders) have reported that the perceived burden of informal 
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caregivers can even be higher when formal services are in place than when 
they are not (De Koker, 2018; Sussman & Regehr, 2009). There are several 
reasons for why this might be the case. First, it could be that caregiver burden 
prompts (rather than results from) the use of formal help. Previous studies 
that considered the impact of caregiver burden as a risk factor for the use of 
formal community services have found that caregivers sometimes exhaust 
their resources before turning to formal help. Second, the methodological 
quality of existing research has been criticised, with major issues including 
the failure to examine multiple outcome variables, the lack of differentiation 
between types of services and the need to identify moderators of intervention 
effectiveness (Sörensen et al., 2002). Third, Nolan et al. (2003) argue that a 
predominant focus on stress and burden is too narrow, overlooking aspects 
of caregiving dynamics and the interplay between formal and informal care. 
In the next section, we will turn to this ‘support paradox’ in more detail. 


4. Support paradox 


A central theme in the study by De Koker (2018) is the ‘ambivalence’ of 
informal caregivers regarding the use of formal home care. In this study, 
focus groups with spouses and adult children providing care for an older 
person, while also using formal support, showed that formal support can be 
helpful for informal caregivers by providing task relief, temporary respite and 
assurance. At the same time, such services confront informal caregivers with 
negative consequences, especially a loss of privacy and autonomy as well as 
the need to monitor the quality of care. This can be perceived as stressful, 
especially for co-residing caregivers. Home is a private space in which people 
can live according to their own habits and wishes (Lindahl et al., 2010). 
Given that home care involves having ‘strangers’ come into the home and 
provide services (often of an intimate nature), it presents a challenge to all 
those involved. Starting to use formal support represents a significant and 
often difficult transition for both clients and informal caregivers. Many 
caregivers in the De Koker’s study (2018) reported having felt resistance on 
the part of the care recipient to bringing in ‘help from outside’. The caregivers 
found it difficult to cope with this resistance, as they wished to respect the 
preferences of their parents or spouses. Several caregivers mentioned they 
had experienced the introduction of formal support as a failure. They felt as 
if they were abandoning the older person and they had failed to live up to the 
expectations of being a ‘good’ spouse or child. Third parties (e.g. other family 
members, healthcare practitioners and social workers) played an important 
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role in overcoming this resistance. People who insisted on the use of outside 
assistance were helpful in the process of acknowledging the need for formal 
support for both caregivers and older people. Sharing the responsibility for 
this decision seemed to ‘legitimise’ the use of support. It is clear that the 
care recipients played an active role in the process of introducing formal 
support, either by holding back or by promoting the use of such services. 
Several husbands mentioned that their wives had not wanted them to do the 
ironing or cleaning, preferring to leave these tasks to the formal home-care 
worker. Several daughters also reported that their parents preferred to be 
assisted by formal workers for personal care tasks, as a way of preserving 
their dignity. The process of becoming accustomed to formal support was 
easier when the care recipients had a positive attitude towards help. Once 
formal support was in place, informal caregivers described how it had been 
necessary to learn how to ‘let go’ and become accustomed to the idea of not 
doing everything themselves. 

Informal caregivers struggle to find a balance between the ‘benefits’ and 
‘damages’ of using formal support. From the perspective of older clients, there 
appears to be a ‘trade-off’ (Martin-Matthews, 2007). By accepting formal 
support, they are enabled to continue living at home for longer than would 
have been possible otherwise. Given that many caregivers are motivated to 
provide care in the home for as long as possible, they are likely to feel as if 
they have no ‘real choice’. Because of this dependency, they may try not to be 
overly critical of the assistance that they receive. The ambivalence towards 
using formal support has also been reported in a quantitative study of Belgian 
caregivers for individuals with dementia (Roelands et al., 2007). While almost 
all the informal caregivers perceived positive effects from the assistance 
provided by formal home-care workers, about one in three also perceived 
negative consequences, including lack of control in daily scheduling and 
decreased privacy (Roelands et al., 2007). Concerns of informal caregivers 
include the limited number of hours of assistance, rotating schedules and 
the lack of continuity, as these caregivers are the ones who must absorb 
structural deficits and fill the gaps. Overall, even when support is in place, 
informal caregivers feel a ‘never-ending’ responsibility for the well-being of 
the older person and the organisation of care. Informal caregivers are not 
merely ‘users’ of formal support. They are also often in charge of coordinating 
it, which involves hiring services and monitoring the quality of direct care. 

From the perspective of the informal caregivers and older persons, continu- 
ity of staff is very important. Having one or two formal home-care workers 
allows care recipients to feel more comfortable about support and to develop a 
relationship of trust. Once formal home-care workers and care recipients had 
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enough time to become acquainted with each other, the initial resistance often 
transformed into an appreciation of the presence of support. In this respect, it 
was remarkable to note that several spouses described how home-care workers 
had become like friends or family over time, for themselves as well as for the 
care recipients. Although adult children did not use words like ‘friends’ or 
‘family’, they did provide accounts of close, supportive relationships with 
formal home-care workers (De Koker, 2018). 

Asense of being acknowledged as a co-client is an important element for 
the ‘assistive care’ relationship, meaning that professionals are willing and 
able to look beyond the perspective of the older person and attend to the needs 
of caregivers. Working together implies that both parties can count on each 
other. Informal caregivers who were very satisfied with the support services 
described this as a relationship of ‘trust’. In addition to providing a good level 
of quality in ‘direct care’, such a relationship requires that formal home-care 
workers honour what has been agreed with the informal caregiver, as well as 
being easily accessible. The theme of working together refers to a reciprocal, 
give-and-take relationship. Some informal caregivers mentioned that they 
tried to make it easier for the home-care workers to do their jobs and that 
they expected the same on their behalf. The most commonly mentioned types 
of interactions involved sharing information and helping each other with 
practical support. Informal caregivers and formal home-care workers helped 
each other with tasks such as lifting the older person and devising practical 
solutions. Both spouses and adult children considered it important to be 
involved as valuable partners in care and to have their skills and knowledge 
recognised. This was not always the case. Several of the participants mentioned 
that they had been criticised or had not been taken seriously (De Koker, 
2018). As mentioned by, for example, Nolan et al. (2003), it is important that 
informal caregivers are viewed as ‘co-experts’, and they should be involved 
in negotiations concerning the allocation and implementation of assistance, 
both on the organisational level and in individual situations. 


Good practice: Triadic approach in general hospital Maria Middelares 

There is still much to be gained in the field of preventive work with informal 
caregivers and preparing them for the challenges they face (De Almeida Mello, 
2018). Research shows that ‘key events’ such as a hospitalisation cause important 
changes in the care triad (Lambotte et al., 2020a) and can also be opportunities 
to provide support. The general hospital Maria Middelares, situated in Ghent, 
initiated a triadic approach a couple years ago to better support persons with 
dementia and their caregivers during and after a hospital stay. At the intake, 
informal caregivers are asked whether they wish to continue to carry out several 
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tasks while in hospital (e.g. helping with meals, being present in case of anxiety 
and risk of falling, helping with dressing, sleeping over), without any obligation. 
Information on the preferences and the specific needs of the person with de- 
mentia is gathered in a ‘my habits’ document that provides staff members with 
valuable information on the person with dementia during their stay. Informal 
caregivers receive psycho-education, psychosocial support and information 
during the hospital stay and after discharge. A nursing team and occupational 
therapists, among others, provide support and education for family caregivers. 
Three times a year, family caregivers can participate in a psycho-education pro- 
gramme. This triadic approach focuses on working in local networks with other 
care providers (e.g. home-care organisations and social work departments of 
health insurance associations). 


Good practice: Informal care coordinators 

Several organisations and local networks are investing in the function of an 
informal care/family care coordinator. An informal care coordinator is a profes- 
sional who individually monitors and guides informal caregivers. In addition 

to providing individual guidance, such a coordinator is also responsible for 
awareness raising, training and activities for informal caregivers (De Witte & Van 
Regenmortel, 2020). The research report by De Witte & Regenmortel (2020, p. 76) 
shows the benefits are numerous: 


indeed, those family caregivers can appeal to those coordinators to ask 
practical information about which services exist, but also to talk about 
social and ethical considerations. Indeed, the family caregivers find this role 
extremely valuable because those coordinators can offer a more neutral 
perspective on their situation which could help them make decisions (about 
which care to use), get all siblings in line [. . .] 

A family care coordinator can contact the family caregivers (and seniors) 

to talk about their needs and try to formulate a response. In this respect, it 
could be useful that all those actors belong to the same covering organisa- 
tion which seems to enhance their communication. 


5. About neighbours and citizen initiatives 


Apart from family caregivers, neighbours and, more broadly, citizen initiatives 
for care are (re)gaining importance as a source of informal care as well (Soares 
da Silva et al., 2018; van der Knaap et al., 2019). This corresponds with the 
general policy goal of ‘care in the community’ (Plovie, 2019). Regarding the 
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first, neighbours as informal care providers, the rise of the policy concepts of 
neighbourhood-oriented care and caring neighbourhoods can be considered 
important drivers for this increasing attention (see Chapter 4). Besides the 
increasing focus on neighbours as a source of informal support, citizen initia- 
tives have boosted as well over the past several years (Soares da Silva et al., 
2018). This can also be related to the increasing policy focus on informal care 
and the appeal from governments for citizens to engage in the community. 
This is not only the case in Flanders (Belgium). Other examples are the Big 
Society in the UK and the Dutch Social Support Act in the Netherlands 
(Soares da Silva et al., 2018; Plovie, 2019). The empowerment of citizens can 
be considered one of the underlying goals (Soares da Silva et al., 2018). 

Informal care by neighbours or citizen initiatives significantly differ in 
nature from care by family caregivers. Neighbourly support tends to be more 
non-binding compared with informal care by family caregivers and less intense 
and frequent. Neighbourly support usually encompasses more small and 
spontaneous help like helping with groceries, keeping an eye on each other, 
emotional support and creating a sense of security (Heylen & Lommelen, 2016; 
Smetcoren et al., 2019). Informal care by neighbours is often characterised 
by a type of reciprocity (Heylen & Lommelen, 2016). This reciprocal nature 
has a positive, beneficial effect on both older persons and society in general: 
being able to give (and not only receive) positively affects the quality of life of 
older persons, among others, by reinforcing their connectedness with others 
and that way enhancing empowerment. It also increases feelings of self-worth 
and self-esteem and a general sense of belonging and of feeling needed by 
society (De Witte & Van Regenmortel, 2019; Heylen & Lommelen, 2016). 

Citizen initiatives also significantly differ in nature from family caregiving. 
A citizen initiative is set up by the citizen, and citizens come together as a 
collective, a group. De Jong et al. (2014) noted a number of characteristics 
of citizen initiatives in the care and welfare sector in order to define them 
as such. For one, these types of initiatives must always be organised for and 
by citizens. Second, they must concern the care and welfare of citizens. 
Third, they have a local character and, fourth, involvement of citizens and 
reciprocity are key values which are also found to enhance resilience (see 
Chapter 1). Like other type of citizen initiatives, they start from citizens, 
who voluntarily want to tackle a problem (De Jong et al., 2014), in this case 
regarding the care and well-being of citizens. Generally, citizen initiatives 
arise in case of unmet needs within the society where neither the government 
nor the market have an adequate supply of care and support. They thereby 
aim to fill a care vacuum (van der Knaap et al., 2019) and take responsibility 
to provide public goods (Soares da Silva et al., 2018). 
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To summarise, both neighbourly support and citizen initiatives, as types 
of informal care, are characterised by their voluntary and reciprocal nature. 
While support by family caregivers can be burdensome (De Witte & Van 
Regenmortel, 2020), these types of informal care generally have predomi- 
nantly positive outcomes, such as feeling connected with others and a positive 
self-image (De Witte & Van Regenmortel, 2019) (see also Chapter 3). 


5.1 The haves and the have-nots 


Although these types of informal care generally have positive effects on 
the well-being of the informal care providers (the neighbours and citizens 
involved), there are some risks involved in relying too much on them. 

For neighbourly support, it is important to keep in mind that people gener- 
ally tend to help others they know and with whom they feel connected. Social 
networks, however, are unequally distributed, and a higher socio-economic 
status is often correlated with stronger and larger social networks. Vulner- 
ability, on the other hand, goes hand in hand with a higher risk for social 
isolation (De Witte & Van Regenmortel, 2019). Therefore, the most vulnerable 
are generally the least likely to receive or be involved in neighbourly support 
(see also Chapter 4). 

A similar risk exists for citizen initiatives. Plovie (2019) interviewed 364 
leading figures of Flemish citizen initiatives and compared the profile of 
these leading figures with the average profile of the Flemish population. The 
results show that more highly educated people were over-represented, and 
citizens with a migration background were under-represented. In addition, 
these groups tend to be homogeneously composed as to level of education, 
employment and migration background (Plovie, 2019). In this respect, van 
der Knaap et al. (2018) concluded in a study on citizen initiatives on care in 
the Netherlands that capacity for concerted action is the most important 
mechanism in explaining differences in the presence of citizen initiatives. 
This capacity refers to the social capital of the community, measured by, 
among others, the educational level of the inhabitants (van der Knaap et 
al., 2018). Citizens have to possess certain social skills and capacities to be 
involved in these initiatives. Not all citizens, specifically the more vulnerable 
among them, have developed these skills. Counting too heavily on citizens’ 
initiatives therefore risks widening the gap between resourceful citizens 
and more vulnerable ones (Soares da Silva et al., 2018). Citizen initiatives 
themselves, however, are often not aware of these inequalities. Where they 
often preach to be open to everyone, this does not necessarily correspond 
with reality (Plovie, 2019). 
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5.2 The ambiguous interplay between ‘new forms’ of 
informal care and formal care 


As both neighbours and citizen initiatives on care have gained importance over 
the past several years, their interplay with professionals has gained attention 
as well (Soares da Silva et al., 2018). There tends to be some friction in the 
cooperation and there are risks involved. First, the bottom-up nature of these 
types of informal care is a mismatch with the top-down logic of formal care. 
Specifically, citizen initiatives risk being taken over and professionalised, for 
example, by being integrated within an existing care structure (Braes, 2018). 
For neighbourly support, the risk is that expectations of this type of support 
become too high, for example, when support is expected on a structural, 
frequent basis, and neighbours tend to disengage (Heylen & Lommelen, 
2016). Professionals risk placing an excessive workload on citizens, specifically 
in the care sector (Soares da Silva et al., 2018). Building a good interplay 
between these rising types of informal care and formal care therefore needs 
specific attention. 


6. Informal care in times of Covid-19 


Inan article in The Lancet (Chan et al., 2020), informal caregivers are called 
the ‘forgotten healthcare workers’ during the Covid-19 pandemic. Indeed, 
there is limited knowledge about the impact of the Covid-19 pandemic on 
family and other informal caregivers and their support needs. Lorenz-Dant 
and Comas-Herrera (2022) identified five key themes in literature that 
highlight the impact of Covid-19 on informal caregivers of people living in 
the community: changes in care responsibilities, concerns about Covid-19 
infections, changes in the availability of formal and informal support, and 
financial as well as physical and mental health implications. The authors 
conclude that the Covid-19 pandemic is likely to have exacerbated all the risks 
that are generally associated with intensive informal care, such as diminished 
mental and physical health, decreased ability to engage in paid employment, 
and lower incomes. 

Lambotte et al. (2020b) present results ofan online survey on experiences 
of informal caregivers during the first wave of the Covid-19 pandemic in 
Flanders. Data from 651 informal caregivers were gathered in the second half 
of May 2020. Results indicate that two thirds of the informal caregivers in 
Flanders experienced their caregiving role as more difficult than before the 
pandemic and that more than half spent more time on informal care. This is 
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partly due to a reduction in professional help and support from ‘secondary’ 
informal caregivers or the social network. Informal caregivers more often 
than usual had the feeling of being under constant stress (56 per cent) and 
had trouble sleeping or were lying awake more often (45 per cent). Informal 
caregivers noticed that the person they cared for was more depressed, that 
they had more memory problems and that they took up more of their time 
with requests for help. Groups that reported a higher burden and required 
specific attention were co-resident caregivers as well as persons caring for 
someone with psychological problems or a handicap. 

During the first lockdown, the interplay with formal services was under 
pressure. Lambotte et al. (2020b) found that, before the pandemic, 71 per 
cent of informal caregivers were (rather to very) satisfied with the level of 
professional help, and 12.8 per cent of the caregivers were dissatisfied. During 
the pandemic, the percentage of dissatisfied caregivers increased from 12.8 
per cent to 22.9 per cent. When it comes to cooperation between formal and 
informal care, 53.5 per cent of informal caregivers were satisfied, and 20 per 
cent of the informal caregivers were rather or very dissatisfied. 

De Witte & Van Regenmortel (2020) did a qualitative study, based on in- 
depth interviews of community-dwelling older persons (eighty years and older) 
and their family caregivers. For family caregivers of older persons with high care 
needs, the burden of care increased significantly because they took over various 
tasks that had been carried out by professionals and other family caregivers 
before the pandemic, and because many forms of respite care were no longer 
available. Family caregivers of older persons with high care needs are confronted 
with a burden of care, which results from the pressure of constantly having to 
be available, seeing close ones deteriorate, feelings of guilt, a lack of flexibility 
and demonstrated appreciation from the older persons, and, for partners, also 
social isolation and feelings of loneliness. Older persons themselves indicate 
that, although they are in general very satisfied with informal care, some of 
them do have trouble asking their close ones for support. 

Regarding new forms of informal care, the Covid-19 crisis boosted 
new initiatives among neighbours and citizens across the country as well, 
specifically during the first lockdown in the spring of 2020. Schools, care 
organisations and citizens did groceries for their neighbours, helped in the 
garden and made face masks for professional care providers, for example. 
Several cities and municipalities launched several online and offline initiatives 
to connect citizens who were willing to help with citizens in need of help 
(Plovie & Heylen, 2020). 

During this first lockdown, an online survey was conducted on solidarity 
and support among citizens at the time (Plovie & Heylen, 2020). Across 
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Flanders (Belgium), 2,057 adults (eighteen years or older) participated. 
When we look at those who received help from their neighbours, there are 
interesting differences. Women received neighbourly help more often than 
men, and university graduates received help more often than those with a 
secondary education degree. There were no differences according to age, 
health, financial difficulties and work situation. This means that those who 
were expected to be in need of care (due to, for example, their health situa- 
tion or financial difficulties) did not necessarily receive more support from 
neighbours. Contrarily, the higher educated were more likely to receive 
help from their neighbours. Building too strongly on this type of informal 
care risks reinforcing or creating new inequalities in social support: those 
who already have will receive even more; those who don't will receive even 
less (see also Chapter 4). This was also the case during the Covid-19 crisis. 
When we turn to the results for initiatives on care and support citizens took 
on themselves or were involved in, the hypothesis again was confirmed that 
people generally tend to support people they know. Family and neighbours 
with whom they have a good relationship were the main target groups. Next 
were friends and acquaintances. Everyone in the street or neighbourhood 
or specifically neighbours with a vulnerable profile had the lowest score 
and were thus the least likely to be supported. Interestingly, those who were 
engaged in more informal initiatives, not initiated by a local authority or 
organisation, were less likely to support vulnerable people (Plovie & Heylen, 
2020). On the other hand, this implies that formal organisations, like a local 
authority, do have an important role in the democratisation of these citizen 
initiatives (Plovie, 2019). 


7. Discussion and conclusion 


Informal caregiving is a matter of growing interest. The interplay of formal 
and informal care and questions concerning how best to support informal 
caregivers are an important part of current discussions on the sustainability 
of the long-term care system (Anthierens et al., 2014). Over the past decade, 
informal caregivers have increasingly been recognised as ‘partners’ and 
persons with their own needs, but there still is some work to do. The paradox 
of support that does not always help, despite all the efforts of care providers 
is a reality and requires new ways of working (Driessens et al., 2016). As 
research and several good practices demonstrate, professionals can support 
and facilitate the empowerment process of older people and their family by 
creating enabling conditions (Sakanashi & Fujita, 2017). 
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Several of the themes mentioned in this chapter can be related to the frame- 
work of Van Regenmortel (2020). Strengthen, connection, trust and resistance 
to disempowering practices are four pillars of empowerment. Connection 
and trust are prerequisites for positive outcomes of the ‘interplay’. Stable 
and trusting relationships between the client, professionals and informal 
caregivers, and the recognition of everyone’s role in the ‘care triad’, is essential. 
Approaching informal caregivers as co-experts and ‘people with their own 
needs’ is relatively new, and the systematic assessment of caregivers’ needs 
remains far from routine (Lamura etal., 2008). Guberman etal. (2012, p. 212) 
state that baby boomer caregivers ‘have a better understanding of their rights, 
seek precise and complete information, and question norms’. This generation 
clearly states their needs, compared to older spouse caregivers ‘who expect 
and ask little’. At the meso and macro level, it is important that home-care 
policies include policies designed to support and empower informal caregivers. 
As argued by Sims-Gould and Martin-Matthews (2010), a comprehensive 
caregiver support policy should be inclusive of home-care policy and vice 
versa. Triadic care asks for time and specific strategies, for example, to share 
information and provide specific support. The Covid-19 pandemic shows that 
much more is necessary to make informal care more visible and to mitigate 
the risks of overload, diminished well-being and psychosocial as well as 
financial hardship (De Witte & Van Regenmortel, 2020). 

Specific attention is needed for new forms of informal care, such as 
neighbourly support and citizen initiatives on care. For one, the expecta- 
tions of this type of informal care have to be realistic. The bar, often set by 
policymakers and professionals, should not be too high. This kind of support 
is often less frequent and of a more voluntary, ad hoc nature. Nevertheless, 
this kind of care and support can be very empowering for older persons. It 
can enhance their self-esteem and sense of belonging. Being able to give and 
to contribute to society has positive effects on people’s general well-being 
and their empowerment (De Witte & Van Regenmortel, 2020). 

Second, for these types of informal care, we have to be aware of the risks of 
social exclusion. Both neighbourly support (see also Chapter 4) and citizen 
initiatives are generally more reserved for citizens who are better off. The most 
vulnerable citizens are less often involved in these informal care networks. 
Professionals have a key role in counteracting these inequalities. Initiatives 
organised or facilitated by local authorities or professional organisations have 
the potential to broaden the coverage of informal support networks and to 
include more vulnerable citizens or those who lack the social skills (Heylen 
& Lommelen, 2016). In addition, professionals can play an important role in 
strengthening citizen initiatives on several aspects such as partnerships with 
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other stakeholders, addressing the homogeneity of these groups and making 
room for a diversity of opinions in order to increase the democratic nature 
of citizen initiatives in this manner (Plovie, 2019). 

Third, strengthening the cooperation and partnership between this kind of 
informal care and formal care can be a valuable way to address the increasing 
needs of the ageing population. As informal care providers such as neighbours 
or citizens involved in initiatives often are well informed of the care needs 
in their neighbourhood, they can be of great importance in guiding people 
towards professional care and support (Braes, 2018). However, in building 
these partnerships, both policymakers and professionals should take care 
not to take over these bottom-up, informal initiatives, but respect their 
informal, often organic nature, which is often their actual power. Acting on 
the basis of equity is a guiding, empowering principle in this respect. Specific 
attention is needed for the relationship between citizen initiatives in care 
and professional actors, as citizen initiatives are relatively new. How can the 
partnership between citizen initiatives and the professional care and welfare 
sector be shaped in practice with respect for one another’s individuality? And 
how can this be done without the, admittedly well-intentioned, logic of the 
health and welfare sector taking over and citizen initiatives being fitted into 
the traditional structure of care (with planning, management, regulations, 
etc.) (Braes, 2018)? In this respect, Braes (2018) argues for complementarity 
and partnerships in which professional actors and the government can play 
a supporting and facilitating role. 

The Covid-19 pandemic has boosted new initiatives among neighbours 
and citizens across the country. At the same time, it became clear that the 
interplay with formal care needs further attention. Given the high pressure 
on informal caregivers, it is essential to make them more visible, to create a 
strengthening environment and to mitigate the risks of overload, diminished 
well-being and psychosocial as well financial hardship. 


Notes 


1. We use the term ‘informal caregiver’ to refer to persons providing care to their relatives, 
friends and neighbours, and the terms ‘formal care/caregiver’ and ‘professional caregiver’ to 
refer to professionals providing care that is paid and which they provide in the context of a 


professional organisation. 
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CHAPTER 6 


MERITS OF CRITICAL MOMENTS OF 
DISEMPOWERMENT: ITERATIVE 
PRACTICES OF EMPOWERMENT 
AND DISEMPOWERMENT DURING 
PARTICIPATORY ACTION RESEARCH 
WITH OLDER PERSONS AS 
CO-RESEARCHERS 


Elena Bendien, Susan Woelders, Tineke Abma 


1. PAR as a vehicle towards empowerment 


Participatory action research (PAR) is often presented as a progressive way of 
doing research, because it is based on horizontal democracy — in other words, 
equal partnership between experts, researchers and end users in the process 
of creating new knowledge (Abma et al., 2019; Reason & Bradbury-Huang, 
2007). This entails involvement of all those whose life and work are at stake 
during the research process. This involvement is grounded in the respect for 
and the need to include the voices ofall people in the research in order to come 
to a proper understanding of our complex world. PAR and related research 
approaches acknowledge the capacities and strengths of people as credible 
knowers, even those who have not received formal training as researchers. 
Building on and mobilising the knowledge of people, including experiential 
and indigenous forms of knowledge, helps to better understand their life- 
world and makes research more relevant and impactful (Van Regenmortel, 
2020). The egalitarian principals of PAR can empower people and entire 
local communities that are involved in research. But what empowerment 
actually means — whether the process of PAR can bring about a feeling of 
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disempowerment as well and how empowerment and disempowerment can 
become entangled within research — has not been sufficiently addressed in 
the academic literature so far. 

One of the goals of PAR is to strengthen the empowerment of people 
involved in research. Empowerment is a complex, relational and multilayered 
concept. We define it here as 


people assuming control and mastery over their lives in the context of their social 
and political environment; they gain a sense of control and purposefulness to 
exert power as they participate in the democratic life of their community for 
social change. (Wallerstein, 1992, p. 198; Van Regenmortel, 2008, 2009) 


Empowerment is relational and situational; it needs to be developed and 
maintained on a daily basis vis-a-vis other people in particular situations and 
contexts (VanderPlaat, 1999; Sprague & Hayes, 2000). Empowerment also has 
a political dimension: societal structures may foster or hinder one’s mastery 
over situations. Our focus in this chapter lies on the empowerment that PAR 
can provide to older people who are directly (as co-researchers) or indirectly 
involved in research. The literature on participatory research with older 
people is expanding, but the results that are communicated often represent 
the end state of the project and recommendations for further implementation 
elsewhere (Backhouse et al., 2016; Dewar, 2005; Gilroy, 2003). The process of 
PAR itself, which we see as a relational process of co-learning and co-creation, 
falls beyond most of the available reports. 

To demonstrate the (dis-)empowerment capabilities of PAR, we need 
to look at it through a care-ethical or moral-relational lens (Abma & Baur, 
2014; Abma et al., 2020; Jacobs, 2006). For empowerment to take place, the 
researchers need to establish a relationship of trust, so the co-researchers 
can safely learn and explore their lives. The aim of this relational approach 
is to strengthen the voices of the co-researchers and to include as many 
perspectives as possible in the ongoing discussion during the research. PAR 
has an underlying normative and moral horizon, and it requires more than the 
proper use of methods. It aims first and foremost to create an open and safe 
space, or enabling niche (see Chapter 1), which enables the people involved 
to tell and share their stories in a setting they can trust and helps handle 
complicated group dynamics and unplanned shifts and needs. The prime 
focus is therefore to create a ‘communicative space’ in which everybody who is 
involved, including the researchers, feels mutually encouraged, respected and 
supported to join the process of generating knowledge. Given the complexity 
of this task, the facilitator needs to pay a lot of attention in order to create such 
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a communicative space, where all voices can be expressed and all perspectives 
are taken seriously and explored (Abma et al., 2019). 

Although empowerment is central to PAR, the pathways that set empower- 
ment in motion through PAR have not been studied sufficiently (ICPHR 
position paper 3, 2020). There are some indications that PAR studies might 
unintentionally even have disempowering effects on co-researchers, due to 
internal group dynamics among the co-researchers (Groot & Abma, 2020) 
or politically disempowering situations (Duijs et al., 2019). In the context of 
PAR with older people, little is known about the empowerment potential, 
although there are some exceptions (Baur & Abma, 2012). In a number of 
PAR research projects with older persons, we encountered both processes 
of empowerment and disempowerment. In this chapter, we focus on how 
older people and other stakeholders involved in PAR shape processes of 
empowerment and disempowerment and what the role and responsibility 
of the PAR facilitator is to counter disempowerment. Our insights will add 
to the emerging knowledge base of PAR with older people. 


2. Participatory research project ‘To participate is to 
count’ 


Our data comes from a PAR project with older persons, conducted in the Dutch 
province Zeeland in 2017-2018. A detailed report of the impact of participatory 
research in this project has been published elsewhere (Bendien et al., 2020). 
In 2016, we as researchers were approached by a voluntary organisation called 
Festival of Recognition (further FoR), which was organising reminiscence 
sessions for people with dementia in Zeeland. Their goal was altruistic — to 
offer a meaningful activity to the growing number of people with dementia 
in their region. In cooperation with local museums, the FoR volunteers put 
together about seventy so-called travel bags, sets of old-fashioned objects, 
organised thematically, aiming to facilitate the remembering process and unlock 
lively conversations with older people. At the moment of the first contact, the 
organisation counted fifty older volunteers. It was run by older persons and had 
already succeeded in securing funds for their activities for five consecutive years. 


2.1 Anew challenge 
FoR had two goals: to extend the reach of the reminiscence sessions by involv- 


ing community-dwelling older persons and to ensure the continuity of the 
work by means of tailor-made PR activities. Beside these practical goals, the 
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volunteers and the researchers together formulated the research question: 
whether and how participatory research can facilitate the participation of 
volunteers in the decision-making process about the activities and the future 
of FoR. This question reflected a shortcoming within the FoR organisation, 
which at that moment was almost entirely run by just two volunteers. To ensure 
the growth and continuity of the voluntary work, the organisation needed a 
more democratic structure that included closer involvement of all the FoR 
members. Based on these goals, the researchers and the FoR representatives 
prepared a research proposal, which was subsequently approved and funded 
by the Dutch charity fund FNO. The study lasted sixteen months (2017-2018). 


2.2 Our choice for PAR 


It was the researchers’ idea to use PAR as a methodological design for the 
project. The egalitarian principles of this methodological approach appeared to 
match the FoR aim to redistribute the responsibilities within the organisation 
and to stimulate a closer involvement of the volunteers in all FoR activities. 
The participatory approach was presented to and discussed with the FoR 
board. The potential advantages of PAR that the FoR board found particularly 
attractive concerned the organisational structure of FoR. In the case FoR 
would grow, which was one of the project targets, the organisation would 
need more older volunteers to address the logistical issues of organising a 
growing number of reminiscence sessions throughout the province. So PAR 
was accepted by the FoR board as a methodological design of the project. 


2.3 Our co-researchers 


One of the FoR board members, who was also the local leader of the project, 
took the initiative to recruit co-researchers for the project team among the 
volunteers. All the volunteers were invited. No mention about the PAR 
methodology was made in advance, since the volunteers were not familiar 
with the concept. Also no inclusion or exclusion criteria were mentioned in 
the invitation. The invitation was repeated during the kick-off meeting, with 
room for questions regarding the project. Initially, ten volunteers expressed 
interest; they were invited to participate in the project team meetings. They 
were told they were free to take some time before committing themselves to 
the project on a permanent basis. This approach to the recruitment remained 
unchanged over the duration of the project. More volunteers joined the 
team at later stages of the project. They all had the opportunity to attend the 
meetings and to make up their minds about participating. The researcher's 
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initial estimation was that the team-building process would take two or three 
months, given that some of the volunteers were already working together. 
In fact, it took about six months before the core project team emerged. 
Several critical moments, which we shall describe in detail later on, were 
responsible for that adjusted timeline. In the end, the project team consisted 
of seven women volunteers (aged between fifty-four and eighty-seven) and 
one researcher (fifty-four, first author). One of the researcher's first tasks was 
to explain the basic principles of PAR and to make sure they were retained. 
The participatory design of the project was based on the premise that the team 
would discuss and, if necessary, sharpen the goals of the project and decide 
on the course of action in close collaboration with the other FoR volunteers. 
The participatory design included various methods of data collection, such 
as participant observation, notes of team meetings, reports of brainstorming 
sessions with FoR volunteers, interviews and questionnaires. The data analysis, 
which included team members’ reflections on the PAR process, was conducted 
during the team meetings and in the course of individual conversations 
between the co-researchers and the researcher. 


3. Critical moments of disempowerment 


Using our empirical data, we shall present four critical moments that we 
associate with practices of disempowerment during participatory research with 
older persons. We shall elaborate on their learning potential, the responsibilities 
of the researchers, which we call ‘ethics work’ (Abma, 2020; Banks & Brydon- 
Miller, 2018) when such moments occur, and the conditions under which they 
may be ‘turned around’ to create a positive impact on all parties involved. 
We call these critical and ethically salient moments because certain perspec- 
tives and underlying value commitments of the people who were involved 
in the research were conflicting, creating an impasse. If they had not been 
attended to adequately, the situations that we describe could have undermined 
the progress of the entire project and even brought it to a halt. The members 
of the project team might have felt disempowered by certain developments 
or behaviour, which could have induced them to leave the team. We felt these 
situations were in need of critical reflection by the entire team, and we hoped 
each of these situations had a learning potential which, if applied ina timely 
manner, could in fact empower the members of the team. Critical moments 
can relate to a single situation or to a pattern of actions and behaviour during 
the various stages of the project. Our descriptions of the critical points have 
the same format: we present an issue, we illustrate it with examples from our 
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project and we reflect on it, using an ethical approach within participatory 
research based on ‘ethics work’ (Abma, 2020). 


3.1 Critical moment I: Is PAR for me? 


The first critical moment is about the question whether and why an older 
volunteer should contemplate becoming a member ofa PAR team. The reason- 
ing that, due to their fragility, older persons are represented in participatory 
projects less frequently than other groups has been addressed in the literature 
before (Dewar, 2005; Gilroy, 2003; Ray, 2007). The growing number of PAR 
projects with older persons encouraged us to question that assertion. We 
decided to look for a more specific explanation why certain older persons 
choose to take part in participatory research and others do not. 

During our project, the question of eligibility to become a member of the 
PAR team emerged during the team-building stage, and it continued to have 
reverberations over the duration of the project. Eligibility is understood here 
in terms of an individual’s capacity to fulfil the expectations that the participa- 
tory project requires: jointly taking part in the meetings/brainstorming 
sessions, drawing up an action plan, taking responsibility for certain tasks 
and taking action when necessary. We assumed that the largest barriers that 
older FoR volunteers could face when invited to become members of the PAR 
team were the volunteers’ physical or mental capacity related to fragile health 
and the expected time investment volunteering would require. 

The recruiting for the research team was conducted by the chairperson 
of the FoR board, whom all the volunteers knew very well. No restriction in 
regard to age or ability was mentioned in the recruitment letter. Moreover, 
a special remark was made for persons with restricted mobility, that their 
participation was also welcome and that transportation would be arranged 
by the project team. The dynamics of building the team were complex. Some 
volunteers who joined the group at the start left shortly afterwards. Others 
joined the group at later stages. The critical moments we describe below 
concerns (1) the members who left because their expectations of PAR did 
not match the state of their physical and mental health, and (2) the members 
with fragile health who did stay on the project for the same reason. 


Examples from the project 
Initially, ten older volunteers responded to the invitation. Two of them left 


the group soon afterwards. One of them, who had joined the project team 
at the start, had lost her partner shortly before. In the beginning, taking 
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part in the project appeared to her to be a sensible way to distract herself 
from her painful thoughts and memories. However, the active engagement 
and the degree of commitment that PAR demanded, especially during the 
initial stages of the project, did not match her expectations. Another older 
volunteer left the group after the first meeting, explaining that her fragile 
health would not allow her to take up new responsibilities within the project. 
All the same, both women continued doing voluntary work for FoR, thus 
staying in contact with their network. 

During the following months, after the project had officially commenced, 
three new volunteers joined the project team. One of them, Elisabeth’ 
(seventy-six), had also lost her partner a couple years before. She felt the 
loss acutely and could not talk about her late husband without becoming 
emotional. She also had a serious heart condition and talked openly about 
the fragile state of her health with the team. In contrast to the experience of 
the volunteer who had left the group, she saw her involvement in the project 
as a way to stay in control of her emotions. She resisted the idea that her 
health condition would define what she could or could not do. Being actively 
engaged in a meaningful way was exactly what empowered her and gave her 
strength to go on with her life. 


Reflection on the critical point 


These examples demonstrate that taking part in participatory research is not 
always associated with empowerment where older persons are concerned. 
The personal circumstances, health and the level of fragility varied among our 
potential partners. Some of them were better offrefraining from new activities. 
When the first two women left the group, the researcher considered approaching 
them individually to try to convince them to stay on board. She would have 
been driven by two incentives: first, her own conviction that PAR was good 
for older participants and would have a positive impact on their lives; second, 
without enough team members, the project would fail. Whereas both incentives 
had empowerment at the basis of her reasoning, the result could have been 
disappointing for all parties involved. Besides, keeping people from leaving the 
team on the grounds of saving the project would be what we can call a lack of 
ethical sensitivity. Furthermore, the two women in question could have left the 
project at a later stage after all, and the negative impact of their departure would 
then have been felt much more strongly, both within and outside the team. 
All this means that what we as researchers experience as a practice of em- 
powerment during PAR can have a very different meaning for the participants. 
The example with Elisabeth illustrates this point. In her case, the impulse of 
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the researcher could have been to protect her from harm by excluding her from 
certain project activities. But as the conversations with Elisabeth at later stages 
of the project showed, such a condescending attitude could well have resulted in 
undermining Elisabeth’s good will and her being in control of her own decisions. 

From the first critical moment, we learn that empowerment and disem- 
powerment in PAR are embedded in practices ofinclusion and exclusion and 
that the impact of participation of older persons cannot be assessed without 
taking into account their autonomous and relational choices. Fragile physical 
and mental health does not necessarily lead to disempowerment, as long as 
the persons themselves are well in charge of their decisions, including the 
decision to not participate in research. This critical issue also makes us aware 
of our normative ideals as participatory researchers (PAR is empowering 
for older people) and how these ideals can become disempowering when 
implemented in a paternalistic or dogmatic way. 


3.2 Critical moment II: Am I worthy? 


The second critical moment relates to the societal imaginary of ageing and the 
self-perception of older persons (Levy, 2009; Lindenberg, 2019). When older 
persons are invited to participate as co-researchers in PAR, they — as well as 
the researchers — have certain expectations in regard to their involvement 
in the research activities. The societal perception of ageing, however, can be 
experienced as disempowering at the moment when an older person considers 
joining a research team. The predominant image of older persons as fragile, 
infirm or needy, which is often conveyed in the media and political discourses, 
can lead to self-stigmatisation and impede older persons from participating 
in research (Schuurman et al., 2020). 


Examples from the project 


Martha (eighty-seven) joined our project later than most of the other vol- 
unteers. She had just started as a volunteer at FoR and did not feel confident 
enough for that work, as she explained later. She was curious though, and that 
was the reason why she had joined the PAR team, albeit provisionally at first. 
It was much later, when she became one of the most active team members, 
that she explained how she felt about herself at the beginning of the project: 


I have always done voluntary work, also when I was working. However, 
eventually, especially when you have passed eighty, they think that you 
don’t want to anymore, don’t they? Or that you are not able to do it anymore. 
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Anyway, they don’t invite you any longer. And that is a pity. And then I 
heard about the Festival of Recognition and I thought, I could do that, and 
Iam going to apply. Because I think that you also do it for yourself. It goes 
in both directions, doesn’t it? 


Reflection on the critical point 


Martha’s experience shows us how the societal division on the basis of 
chronological age can have a double negative influence on an older person. 
First, the person feels excluded from activities on the grounds of perceived 
fragility. Such a protective behaviour, which can also be called paternalistic, 
does not take into account the opinion of the individual person. Second, the 
older person can internalise this imaginary of old age, which disempowers 
the individual even further, because she or he would tend to comply with 
these images and behave accordingly. Martha’s example was different. PAR 
offered her an opportunity to do meaningful work, irrespective of her age 
and health condition. With the support of the team, she managed to turn the 
disempowering image of her own old age into an example that repeatedly 
inspired the entire team. For instance, she openly voiced her dissatisfaction 
with the ‘societal ado about loneliness’, stressing that ‘talking without taking 
action would not help people who feel lonely’. To show how it could be done, 
she placed an announcement in the local Catholic Union newspaper just 
before Christmas, inviting people who felt lonely on Christmas day to join 
her for a cup of tea. That Christmas day, she received eleven guests who had 
responded to her invitation. As Martha put it herself, empowerment goes 
both ways: you give and you receive something in return; it is reciprocal. 
Martha’s example entails another important lesson of how practices of 
empowerment and disempowerment can interact. An important condition for 
Martha to turn away from self-stigmatising thoughts about her age towards 
active participation was the communicative space that had been created 
within the PAR project. That space was based on equality of all the group 
members, irrespective of their chronological age or former experience, and 
was characterised by mutual trust and a feeling of belonging. The creation of 
such a space involved a lot of ethics work on the part of the researcher and the 
rest of the team (see also the next critical moment). ‘We want to hear what 
everybody’s thoughts are on the matter, and we do not interrupt each other’ was 
the ground rule of the team, to which everybody agreed at the very beginning. 
The application of this rule was not self-evident, though. For instance, it took 
some time before the members of the team started to present their opinion 
openly, and even more time before they actually started listening to each other. 
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In the beginning, the researcher and the local leader of the project addressed 
Martha directly, asking for her opinion and by doing this offering her the floor 
to speak. Soon, it became the norm within the group to ask somebody who had 
kept silent to give an opinion on the matter. Martha had kept quiet when she 
first joined the team. Only when she saw that the opinions that were given did 
not have a hierarchy of power, that her life experience as the oldest member of 
the team was an advantage and not an obstacle in the eyes of the others, did 
she find her voice, literally and figuratively. The respect and genuine interest 
with which her co-researchers listened to her was empowering for Martha 
as well as for the rest of the team. Martha became one of the focal points of 
the end conference organised by the project team, where the co-researchers 
and the researcher presented the results of the project. 


3.3 Critical moment III: Who is in charge? 


The third critical moment touches upon gender and power sensitivity in 
PAR projects with older persons. It demonstrates the importance of the 
methodological and ethical principles of PAR regarding the practices of 
empowerment and disempowerment (Abma et al., 2019; Banks & Brydon- 
Miller, 2018; Groot-Sluijsmans, 2021). It also shows what can happen to a 
project and its team if those principles are violated. 

PAR is based on a democratic process of decision-making. From the first 
meeting when a new team comes together, it is important to ‘set the rules’, like 
mutual respect for the opinion of others, equal opportunity to voice points of 
view and distribution of responsibilities among the team members and others. 
The principles of PAR, while clear and attractive on paper, are not always easy 
to apply in practice (Jacobs, 2006). The older co-researchers, for instance, 
could belong to a generation that was brought up in times when authoritative 
power and fixed gender roles were still in place (Groot & Abma, 2019). Most 
of the female members of our PAR team belonged to the Silent Generation 
who were used to a one-breadwinner family model. They were supposed to 
be good housewives and mothers and often were obliged to quit their jobs, if 
they had one at all, after they got married. They were silent doers, informal 
caregivers in the broadest sense of the word, who also shouldered an impressive 
volume of voluntary work in their neighbourhoods during their entire lives. 


Examples from the project 


The initial group of volunteers who were interested in the project consisted of 
eight women and two men. Both men were retired managers with long careers. 
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They were sincerely interested in the goals of the project and eager to invest 
their time and skills in the project activities, just like the rest of the group. 
The first meetings of the group were chaotic, which is not unusual for such 
projects. After all, the members of the team needed time to get to know each 
other and at the same time to adjust to the principles of participatory research. 
The researcher’s challenging role was to explain how an inclusive discussion 
can be conducted and to facilitate the egalitarian process of interaction. 

However, the first meetings demonstrated that there wasn’t any room yet 
for an inclusive conversation. The team agreed that each issue on the agenda 
would be discussed by making rounds, so that every member of the team 
could voice her or his opinion. In practice, however, the procedure was often 
thwarted by one of the male members, who dominated the entire conversation. 
This happened so frequently that one of the team members, who was a FoR 
board member as well, felt the need to address him directly and ask him not 
to interrupt the others. He consented to the request but soon afterwards 
resumed his previous behaviour. The tension within the group increased and 
the meetings became strained. Then one initially enthusiastic female member 
left the group without providing a clear explanation, so the researcher feared 
that the others could soon follow her example. Then, after a disagreement about 
the wordings in one of the project documents, that same male team member 
left the group. The second one stayed on for a couple months but, in the end, 
he left the group as well. Both male members explained that the difference 
between the researcher’s approach to the project and their own views on how 
the project should be run was the main reason for leaving the team. 


Reflection on the critical point 


Losing a team member is always a loss. In this case, the two male members 
felt disempowered by the participatory approach, which did not match their 
experience and expectations. Their background had taught them that making 
plans top-down and following the chosen strategy was the only way to be 
successful. PAR employs a very different approach to planning and action. 
In PAR, plans and actions are in fact the result of a research process and not 
its starting points. The messiness that can accompany the process of coming 
to a conclusion together is also a part of the team-building process (Cook, 
2009). It is a way of conducting research that has little in common with the 
traditional managerial approach. 

Looking back, it is difficult to say whether there could have been a way 
to keep those men on board. The situation was complex, time sensitive and 
emotionally charged. At that point, open reflection on the situation within 
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the team was not possible because a communicative space of trust and mutual 
respect had not been created yet. Only after the first male member had left 
the group, four months after the start of the project, did an open conversation 
between the rest of the team take place for the first time. The female members 
of the team began to speak up and give their opinion on the project planning. 
They expressed their joy about the fact that they finally understood what 
participatory approach stood for. As one of them put it: ‘oh, now I understand! 
We may decide ourselves!’ They felt empowered by the discussions in the new 
communicative space, where they felt safe and listened to. These women car- 
ried this project all the way to its successful conclusion. Eventually, they took 
charge of all project activities, leaving to the researcher the role of observer 
and facilitator. Both male ex-members followed the development from a 
distance, and the team was grateful when one of them became involved in 
the preparations for the end conference of the project. 

Much can be learned from this critical moment. First, the practices of 
empowerment and disempowerment are gender-sensitive, especially where 
older persons are involved. The historical and cultural background of the 
people involved, their life courses and careers are all important during the 
team-building process. During this process, the emotional aspects can become 
extreme for the participants and researchers alike, which can even derail the 
entire project. An open discussion is helpful but not always possible at a given 
moment. Finally, the empowerment of one person can lead to disempower- 
ment of another one. This is not always a choice we make; it is the process that 
we go through during PAR. As researchers, we could not always interfere, 
but we always share responsibility for what takes place within the project. 


3.4 Critical moment IV: Dead after the deadline? 


The fourth critical moment refers to the complex organisational dynamics 
of the entire project, based on the expectations of the participating older 
volunteers and the donor organisation, which expects certain deliverables 
and sets deadlines for the project. The ultimate goal of the research team 
involved in any PAR is successful continuation of the activities after the 
project has officially come to an end. If this is the case, then one can talk about 
sustainable change that PAR has brought about, including the empowerment 
of the participants, who were able to plan, take action and reflect on their 
activities on their own. That also means that the learning process that the 
PAR team underwent collectively during the project has been successful and 
that there has been enough time for the co-researchers to claim and assume 
ownership of the current and future project activities. 
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Two organisational aspects of our project can be described as disempowering: 
the time limitations and the binding condition of the charity fund to specify 
certain deliverables for the project. The project duration was limited to sixteen 
months and extension was not negotiable. The project was financed from 
the last round of a national programme called ‘More resilience — longer 
independent at home’. From experience, we know that in order for it to produce 
sustainable change, participatory research requires time. The description of 
the third critical point already demonstrated how slow a team-building process 
can unfold and how long it can take before the PAR principles sink in. In our 
case, it took about six months before our group of older volunteers began to 
act as a team. By then one third of the project time had already been spent. 
The team members discussed the time issue many times over the course of the 
project. They voiced their frustration about what they experienced as ‘making 
no sense’. They kept asking why the project could not continue for another 
six more months if the general goal of the charity fund’s programme was to 
empower older persons living at home? Our older volunteers were convinced 
that certain actions could be planned differently, less hastily and that more 
people could have been involved in FoR activities if the project had been 
allowed extra time. Their dissatisfaction with the time frame was so strong 
that two team members addressed the researcher personally more than once, 
requesting her to transmit their opinion to the fund authorities. The fund’s 
representative responded respectfully to this, showing an understanding for 
the request but nevertheless stuck to the deadlines, which could not be altered. 

Another issue that put pressure on the project was the deliverables that had 
been included in the research documentation. They had to be tangible and 
measurable. Therefore, the planning had to contain a number of targets. The 
PAR team was expected to have attracted at least fifty new volunteers for FoR 
by the end of the project, as well as at least one hundred community-dwelling 
older persons as participants in FoR reminiscence sessions throughout the 
province. In fact, FoR had much more than fifty new volunteers by the end of 
the project and had also managed to organise reminiscence sessions for more 
than five hundred community-dwelling older people in Zeeland. Whereas the 
final figures were very inspiring, the process that led to those achievements 
has been far from linear. The details of that process are described elsewhere 
(Bendien et al., 2020). Moreover, these measurable outcomes did not reflect 
the important intangible outcomes and impact of the PAR project, such as 
the individual empowerment of the co-researchers. At the end of the project, 
at least two of the co-researchers took the position of leadership within this 
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voluntary organisation, one co-researcher became engaged in a large voluntary 
project abroad, and two other team members established a new foundation 
that publishes a free-of-charge reminiscence newspaper in the province of 
Zeeland. The research team felt that narratives would have given a much 
better picture of what this project brought about. 


Reflection on the critical point 


For participatory research the ethical sensitivity of planning based on figures 
is high. PAR is not just a methodology; it is a process of personal, interpersonal 
and community-based change based on learning. There are many unknown 
factors that cannot be forecast with certainty at the moment a project proposal 
is submitted, such as the personal features of the team members, their group 
dynamics and the commitment to the project goals of all parties involved. 
When the proposal for our project was being written, neither the researchers 
nor the representatives of FoR could lean on any statistical or other data that 
could predict the outcome of the project. Therefore, the commitment of the 
team was to a large extent based on their good intentions only. The planned 
deliverables of the project were under a lot of pressure when, after the first 
six months, the team had come to the conclusion that various professional 
organisations in Zeeland were not prepared to respond quickly and cooperate 
with our voluntary organisation as we had hoped they would. 

The time pressure and the pressure to deliver did not derail the project in 
the end. The solution came from the team itself, showing how the framework of 
organisational disempowerment that had been imposed could be neutralised 
by a creative process and joint action. The team came up with the idea to 
publish a free-of-charge reminiscence newspaper, which would be of direct 
interest for the older inhabitants of Zeeland and also contain invitations to 
FoR’s reminiscence sessions. 

One of the most important elements that helped the co-researchers to 
overcome the effects of disempowerment caused by the pressure of time 
and deliverables was that they acted as a team, which we call relational 
empowerment (VanderPlaat, 1999). This meant sharing responsibilities and 
openly discussing all the failures of the first stages of the project. During 
those discussions, the language was almost rough at times, and some of the 
volunteers became quite emotional. Their pride and honour stimulated the 
feeling that they should deliver what they had promised to do. The challenge 
that they faced was to show to all parties involved that older volunteers, in fact 
seven older women, could, with the support from the other FoR volunteers, 
indeed effectuate substantial change. 
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The researcher felt the same kind of pressure as the rest of the team, but 
the feeling was not new to her. As researchers, we are often expected to work 
within a time frame that is too short to achieve our goals, working overtime 
and sometimes promising to deliver more than we know is reasonable — all this 
to secure funding for the project. In participatory research, you share part of 
this kind of pressure with the volunteers who, if paid at all, are compensated on 
avery basic level only. The financial accountability, while important in itself, 
can therefore also have a disempowering effect on participatory research with 
older persons. Such thoughts can become disempowering to the researchers 
themselves as well. At such moments, the support of colleagues and critical 
friends is invaluable. 

The main lesson here is that in order to overcome the disempowering effects 
of organisational issues, you need to trust your team and take responsibility for 
any outcomes the project can have. For traditional projects, this is the task of the 
researchers only, but PAR is about sharing successes and also failures of research 
with the co-researchers. Doing PARis challenging but, when employed the right 
way, PAR will never feel like a solitary process. A key issue is that PAR is time 
sensitive and often requires time. When the time is right, which means when 
the PAR team starts acting as a team, an iterative exchange between situations 
of disempowerment and empowerment can be observed. Without proper ethics 
and personal involvement, empowerment can turn into disempowerment, but 
when proper attention is paid to that, the situations of disempowerment can be 
turned into an empowering process of learning and co-creation. During those 
moments, the researcher, too, can often learn a lot from the team, especially 
from the older volunteers with a life worth of experience. 


4. Discussion: Lessons learned 


The analysis of the four critical moments shows that empowerment or 
disempowerment that occurs during PAR is a moral-relational process that 
requires continuous reflection from all parties involved. PAR can foster 
relational empowerment of a mutually supportive process, mobilising the 
strengths of people. Relational empowerment emerges through interaction 
with others (VanderPlaat, 1999; Sprague & Hayes, 2000). Yet, in this process, 
disempowerment can also occur, and this will challenge the researcher to 
continuously engage with ethics work and emotion work at all stages of the 
research (Woelders-Peters, 2020; Groot-Sluijsmans, 2021). 

The first lesson learned is that empowerment or disempowerment can 
be connected with practices of inclusion and exclusion. This means that the 
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introduction of PAR on an individual or community level must be followed 
by explanation and fine-tuning in regard to the wishes and assumptions of 
all interested parties. The researchers as well as the potential participants 
can be influenced by societal clichés about who may or may not participate 
in research. An open conversation about PAR before the start of the project 
can reduce these barriers, but that takes time, which can become an issue 
because of the project’s limited time frame. If, however, the participants 
have sufficient information and time in advance to make their decisions, 
then there is more chance that, whatever decision they take in regard to their 
participation in the project, they will feel empowered by it. Not participation 
itself but the possibility to make their own decisions and express what they 
need to participate in a manner that is meaningful to them empowers older 
people. This implies that researchers need to be open to the expectations 
and ideas of older people about what makes participation meaningful for 
them. As we saw in the first critical moment, researchers can overestimate 
or underestimate the capacities of older people. They should always be aware 
of their own normative assumptions regarding what older people can and 
want to contribute to the research. 

The second lesson is that the practices of disempowerment, as in the case 
with the volunteer who felt excluded from the voluntary work because of 
her age, can be internalised; to address that, we need to have an open and 
safe space, or enabling niches, where people can experiment and where each 
opinion and each team member matters. Participation and empowerment 
are not static phenomena that develop in a linear fashion (Van Regenmortel, 
2008). Participation and empowerment cannot be ‘given’ to people; that 
would be a paternalistic move, introducing a hierarchy and power asym- 
metry. Giving power would imply that one can also take that power away 
again. Empowerment needs to grow from ‘within’, and that process cannot 
be steered or quickly fixed by an overambitious researcher or policymaker. 
On the contrary, an overambitious professional may lack the sensitivity and 
empathy to tune into people’s deeply held, and often unconscious, ideas about 
older people’s capacities. When older people feel isolated, cut off from the 
rest of society, lacking a role and without perspective or control, one cannot 
just expect them to be willing to participate. What one can do is create a 
welcoming, social and safe environment. Through interaction, people can 
strengthen their ‘power from within’ and develop confidence in themselves 
and the group (Baur & Abma, 2012). To paraphrase Paulo Freire: people cannot 
empower themselves, nor can others. It is through communal experiences that 
people, who experience a lack of influence or the burdening of stereotypes that 
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marginalise their position in society, can become empowered. Empowerment 
understood as growth and not as an external activity which is directed at 
fixing a person can be an answer to the paternalistic ageist approaches where 
older persons are turned into subjects to protect or activate. 

The third lesson is related to the principles of PAR (ICPHR, 2013), which, 
generally speaking, have to be observed, even ifit means that some of the team 
members could feel disempowered ona specific moment. The implementation 
of ethical principles in PAR is closely linked to the personal moral compass 
and intuition of the researcher. Blindly following the principles can result 
in ‘thinning out’ the good ethical foundation on which the relationships 
are built in the first place (Abma, 2020). Besides, as we have seen, power 
and ownership within PAR can turn into gender-sensitive matters. They 
entail a lot of emotion work on the part of the researcher as well as the co- 
researchers. Emotion work includes the efforts to show the ‘right’ emotions 
in a particular situation, according to Arlie Hochshield (Abma, 2020). In 
PAR it is expected that the researchers are empathic and caring, yet there 
are limits to what PAR researchers can do, and there are occasions when 
researchers may cross their own personal boundaries. The first author of this 
piece reflects how this work can be emotionally intensive. This is a direct 
result of the relational and ethical dimensions of participatory research in 
relation to people who find themselves in marginalised positions. The PAR 
researcher is not neutral and may encounter situations of injustice that make 
an appeal on the responsibilities of the researcher. Think of the situation 
when the co-researchers requested the researcher to renegotiate the time 
frame with the funding agency. The researcher sees the irrationality of the 
situation and tries to change the situation but is not able to do so. A way out of 
such emotionally charged situations is an open conversation about the issue 
at hand, which, again, is difficult to carry out if the communicative space of 
trust has not yet been created. 

The final lesson is that almost any practice of disempowerment can be 
turned into empowerment after all. We can identify several conditions that 
facilitate such a turnaround. First, the team must act as a team, including 
the researcher. The teamwork means that emotions can be showed openly, 
and frustrations, too, can be aired. Second, the openness about mistakes 
and failures must be as welcome as sharing a success. Once again, this would 
require a safe space, where the team members can trust each other. Third, 
any project team needs critical friends, within or outside academia, so that 
complex situations involving difficult decisions and emotional work can be 
held against a new, refreshing, critical and constructive perspective. 
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5. Conclusion 


In our vision, PAR is not only a technical endeavour but a practice in need 
of reflection on normative and ethically challenging situations. We have 
shown how, in the context of involving older people as co-researchers, PAR 
can stimulate empowerment but at the same time can create situations of 
disempowerment. This indicates that, in practice, normative ideals of social 
inclusion and justice may be hard to realise, for example, because we as 
researchers and the older people themselves, too, have internalised notions 
regarding ageism, which can lead to an underestimation of their capacities 
and desire to participate. Therefore, PAR researchers have a moral responsibil- 
ity for ‘ethics work’ (Abma, 2020). This is more than just following ethical 
principles and codes of conduct. Ethics work entails the work and effort one 
puts into recognising ethically salient aspects of situations, developing oneself 
as a reflexive practitioner, paying attention to emotions and relationships, 
working out the right course of action together and reflecting on it in the 
company of critical friends (Abma, 2020). Ethics work is practical because 
it is always situated and attuned to the particulars of a situation. 

Working in this way, PAR with older people extends instrumental and 
proportional knowledge about their lives, and it yields knowledge related to 
morally and relationally challenging situations that they encounter, living a 
meaningful life where one is still valued as an older person. The co-creation 
of this kind of knowledge is empowering for everybody involved if deliberate 
attention is paid to a communicative space where each participant can share 
experiences and mutually create and nurture an ‘empowering society’ (Van 
Regenmortel, 2002; Van Regenmortel & Fret, 2000). As Tine Van Regenmortel 
pointed out, an empowering society is a society that responds creatively to 
the capacities of individuals, including older people, organisations, groups 
and communities, leaving room for autonomy, stimulating partnerships, and 
providing reinforcement and silent support where necessary. In a society like 
this, attention is paid to structural mechanisms of social exclusion, including 
ageism, whereas opportunities for everyone are promoted through active 
participation. 


Notes 


1. All names here are pseudonyms. 
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CHAPTER 7 


ENHANCING PERSON-CENTRED 
CARE TO ENABLE OLDER 
PERSONS TO BE INVOLVED IN 
LONG-TERM CARE 


M.M. Janssen’, K.G. Luijkx', A. Scheffelaar’, A. Stoop’ 


The prevalence of chronic conditions and limitations across all domains 
of health increases with age. Not all older persons are confronted with 
complex health and social care needs but, compared to other age groups, 
a large proportion of older persons do. Although this may lead to reduced 
self-reliance and increased dependence, older persons prefer to live their 
lives as they desire by making their own choices regarding different aspects 
of daily life. Over the last few decades, long-term care for older persons has 
been shifting from a biomedical model (aiming for safety and risk reduction) 
towards a broader concept of health that recognises the individual personhood 
of each older person. In this chapter, we make a plea to put the perspective 
of older persons at the centre in both research and care practice in order to 
contribute to person-centered care for older persons. After an introduction 
on person-centred care, our Academic Collaborative Center Older Adults 
(ACC) is described, in which we aim to create both scientific and societal 
impact to facilitate and stimulate professionals to involve older persons in 
their own care and support and to empower older persons to do so. As a 
new development in the ACC, the active participation — which is currently 
designed together with older persons — of older persons is described. Then, 
three examples of our research are discussed in which the perspectives of 
older persons are placed central to realise person-centred care: sexuality and 
intimacy, autonomy, and the story as a quality instrument. The chapter ends 
with some implications for care practice, policy and research, leading to a 
number of directions for the future. 
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1. Person-centred care 


As people age, they often suffer from multiple chronic conditions and disabili- 
ties. These can challenge older persons’ social participation and independent 
living and can require mobilisation of health and social care services (Fried et 
al., 2004; Verver et al., 2019; Vos et al., 2020). For some older persons, it is not 
possible to continue living independently in their homes and communities 
because care and support at home are unable to address increasing deteriora- 
tions in their health (Fried, Ferrucci et al., 2004; Fried, Tangen et al., 2001; 
Markle-Reid & Browne, 2003). To receive care and support that meet their 
complex care needs, older people move into residential care facilities when 
their health or cognitive status deteriorates. In 2019, 115,000 older persons 
lived in a residential care facility in the Netherlands (CBS, 2020). 

The perspective on and, subsequently, the organisation of care and sup- 
port for older persons has changed over the past few decades. For years, 
the traditional biomedical model of medicine was predominant, but the 
biopsychosocial model has become increasingly prevalent in the provision 
of care and support for older persons. The biomedical model focuses on 
biological (somatic) processes in human bodies, in which diseases were 
conceptualised as deviations from normal biological functioning (Engel, 
1977). The doctor-patient relationship was paternalistic and predominantly 
doctor-centred. The patient’s role was limited to reporting illnesses, signs 
and symptoms after which a doctor started a standardised investigation, 
diagnosis and treatment in order to restore the disease processes to ‘normal’ 
(Mead & Bower, 2000). In the movement towards a more biopsychosocial 
model of care, increasing attention is paid to approach the person as a whole 
to understand and promote older persons’ health, including a combined 
biological (somatic), psychological and social perspective (Mead & Bower, 
2000). As such, the biopsychosocial model can be considered an attempt to 
challenge and broaden the traditional biomedical model. 

In line with this broader approach, several new definitions and concep- 
tualisations of health have been developed over the years. The concepts 
of resilience and empowerment of older persons have received increasing 
attention. Common elements of empowerment include, among others, feelings 
of control over life or health, self-efficacy, development of personal abilities 
and partnership as a means or as a goal contributing to people’s quality of life 
(Tengland, 2008; Shearer et al., 2012; Tsubouchi et al., 2021). According to 
Van Corven et al. (2021b), empowerment may be different for older persons 
with dementia because of cognitive impairments and behavioural changes. 
Important themes for people living with dementia include sense of personal 
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identity, usefulness, choice and control, and self-worth (van Corven et al., 
2021a, 2021b). The development towards empowerment is widely supported 
and shifts focus from people’s disabilities to their abilities, also when they 
face problems and limitations (Books, 2009; Huber et al., 2011). In addition 
to medical conditions such as physical ailments and disabilities, aspects such 
as meaningfulness, social participation and well-being are covered (Huber et 
al., 2016). Such new health concepts change thinking about care and support 
for older persons. Based on what is important to the person, empowerment 
shifts the focus: it is no longer exclusively on medical treatment but also using 
people’s abilities to cope, adapt and self-manage to improve their situation 
and thus on empowerment of the individual (Huber et al., 2016). 

Furthermore, this broader approach includes recognition of the individual 
personhood of each older person. This means that older persons are regarded 
as unique persons. As is essential for all people, an older person wants to 
be seen, heard and respected as a unique human being. Although chronic 
conditions and disabilities can cause considerable changes in the way older 
persons used to live, they prefer to be in control of their lives by making their 
own choices regarding different aspects of their life, such as the care and 
support they receive (Lette et al., 2017). 

Person-centred care, as the term suggests, places older persons at the centre 
of their own care and support. Older persons, and if preferred their informal 
caregivers, are actively involved in decision-making and planning their care 
process in order to tailor the delivery of care and support to their individual 
needs and preferences across all domains of health, including meaningful- 
ness, social participation and well-being, in order to empower them and give 
them control over their lives (Coulter et al., 2013; Langberg et al., 2019). The 
term person-centred care is widely used, and many different definitions and 
frameworks of person-centredness have been proposed over the years (Bechtel 
& Ness, 2010; Leplege et al., 2007; Mead & Bower, 2000). Empowerment and 
person-centredness show several similarities in which individual needs and 
preferences and partnership between care recipients and care providers play 
an important role (Holmström & Réing, 2010; Kitwood & Kitwood, 1997). 

Although more insights of how to design and implement a person-centred 
care approach and an understanding of how to measure its outcomes and 
experiences are still needed (Rathert et al., 2013; Santana et al., 2018), person- 
centred care is expected to have a positive impact on older persons, informal 
caregivers and staff members. A recent systematic review of the literature 
found positive relationships between person-centred care processes and 
patient satisfaction and well-being (Rathert et al., 2013). Also on the staff 
level, several studies showed that person-centred care has beneficial impacts, 


178 M.M. JANSSEN, K.G. LUIJKX, A. SCHEFFELAAR, A. STOOP 


Figure 7.1: Person-centred nursing framework. Retrieved from T. McCance, B. 
McCormack, & J. Dewing (2011), ‘An exploration of person-centredness in practice’, 


Online Journal of Issues in Nursing 16(2), 1. Reuse with permission from the authors. 
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including higher levels of staff satisfaction and lower levels of job strain 
(Sjögren et al., 2015; van Diepen et al., 2020). 

One of the theoretical frameworks that has been developed is the person- 
centred nursing framework by McCormack and McCance (McCormack & 
McCance, 2016, 2006). Person-centred practice focuses on ‘the formation 
and fostering of healthful relationships between all care providers, service 
users and others significant to them in their lives’ (McCormack & McCance, 
2016), and ‘is underpinned by values of respect for persons, individual right to 
self-determination, mutual respect, and understanding’ (Brendan et al., 2010). 

The framework comprises four key constructs that are closely related to 
each other. First, prerequisites for person-centred practice: the attributes of the 
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nurses, such as being professionally competent. Second, the care environment: 
the context in which care is delivered, such as an appropriate skill mix in the 
nursing team. Third, person-centred processes: delivering care to the person 
through a range of activities, such as working with persons’ beliefs and values. 
Finally, person-centred outcomes: the results of effective person-centred 
nursing, such as satisfaction with care (McCormack & McCance, 2016). 

Although the framework has been developed as part of a large-scale project 
evaluating the effectiveness of person-centred nursing in a hospital setting 
(McCormack & McCance, 2016), it has been used widely across several 
countries in multiple contexts, including long-term care for older persons. 
Several studies describe how the framework has been used in many different 
ways in long-term care. The framework provides a basis for evaluating existing 
practices, determining changes needed and guiding the implementation and 
evaluation of developments in practice (McCance et al., 2011). For instance, a 
qualitative study explored nursing assessments and care plans of residents in 
long-term care for evidence of person-centred care using the person-centred 
nursing framework (Broderick & Coffey, 2013). In addition, a recent systematic 
literature review applied the framework to identify facilitators and barriers 
to autonomy of older persons with physical impairments living in residential 
care facilities (van Loon et al., 2019). 

Although the framework has received much attention on an international 
stage and has been validated as an intervention to implement person-centred 
nursing (McCormack & McCance, 2016, 2006), the framework has also been 
critically evaluated. One potential limitation of the framework is the restricted 
role older persons play. Older persons (or ‘patients’, as the framework suggests) 
appear as subjects or passive recipients of care in the different constructs in 
the model rather than as active participants. In addition, two specific issues 
will be mentioned here. 

First, the model has been developed, tested and refined in collaboration 
with co-researchers and practitioners from a range of clinical settings (McCor- 
mack & McCance, 2016). However, engagement of those whom person-centred 
care concerns mostly — in other words, older persons themselves — is vital 
to make sure that it reflects and respects what is important to them. Since 
older persons or their representatives (e.g. informal caregivers or representa- 
tive organisations) were not explicitly engaged in the development of the 
framework, older persons’ perspectives remain under-represented while 
their active participation is essential to refine and improve the concept of 
person-centred nursing. 

Second, the framework appears to be used as a tool for practice which 
particularly covers the attributes of staff, the context in which they provide 
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care and a wide range of nursing activities (McCormack & McCance, 2016). 
Person-centred care as well as empowerment emphasise establishing an 
accommodating, ongoing partnership and collaboration between the older 
person receiving care (and the informal caregiver) and professionals as equal 
partners (Mead & Bower, 2000). Unfortunately, the framework provides 
no central role for the key players — the older persons as active, empowered 
participants in person-centred care. 

These two issues illustrate the challenges to appreciate older persons as 
key actors in person-centred care. Many steps still have to be taken. Also, 
academia has an important role to place older persons at the heart of person- 
centred care and make sure they have an equal and active role in adopting 
and promoting a truly person-centred approach. 


2. The Academic Collaborative Center Older Adults 


Tranzo, a department within the Tilburg School of Social and Behavioral Sci- 
ences of Tilburg University (the Netherlands), strives to connect science and 
practice in the field of care and well-being. In co-creation between scientists, 
professionals and citizens/clients, knowledge is developed and exchanged, 
with the aim to promote evidence-based practice. Collaboration takes place 
in so-called Academic Collaborative Centers (ACCs), which are long-term 
and structural collaborations between science and practice and in which 
scientists and professionals from practice define a research programme in 
an equivalent way (Tranzo, n.d.). 

An ACC within Tranzo that aims to contribute to person-centred care for 
older persons and to empower older persons is the ACC Older Adults. As 
person-centred care for older persons requires a different position of older 
persons than has been common up to this point; it is essential to understand 
their perspectives in several respects, including their needs and preferences 
for care and support. Scientific research can help understand the different 
experiences, preferences and capabilities of older persons as unique individuals 
as well as a heterogeneous group. These insights are essential to facilitate 
and stimulate professional caregivers to involve older persons in their own 
care and support. Traditionally, scientific research is about older persons 
(not including them) and focuses on care professionals or their relatives as 
a proxy. However, scientific research can give voice to older persons who are 
receiving care and support by gathering data about their lifeworld. Older 
persons themselves should be the most important and primary source in 
research because the perspectives of older persons differ from the estimation 
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of proxies, such as loved ones and care professionals, as is shown by research 
(Dröes et al., 2006; Gerritsen et al., 2007; Kane et al., 1997; Larsson et al., 2019). 
These differences in perspective, although sometimes nuanced, may affect the 
older persons’ experience of the genuine experience of person-centred care. 
Moreover, although physical or cognitive limitations — including dementia 
— may complicate older persons’ position as the primary source in scientific 
research, it is possible and worthwhile (Roelofs et al., 2017). 

Within person-centred care for older persons as the main theme of 
research in the ACC Older Adults, the following research lines have been 
developed: autonomy, informal care, quality of care, participatory research, 
technological innovation, palliative care and dementia care. The ACC Older 
Adults is a cooperation between Tilburg University (Tranzo department), 
ten organisations that provide long-term care for older persons and the CZ 
zorgkantoor (Luijkx et al., 2020). Of the ten care organisations, eight are 
located in the province Noord-Brabant in the south of the Netherlands, one 
is located in the province Zeeland in the south-west of the Netherlands, and 
one is located in the province Gelderland in the east of the Netherlands. 
All ten organisations provide long-term extramural and intramural care, of 
which eight also provide short-term rehabilitation care. The organisations 
differ in size. Six organisations provide intramural care in ten to twenty 
locations, three in twenty to thirty-five locations and one in more than sixty- 
five locations. The CZ zorgkantoor also participates within the ACC Older 
Adults. A zorgkantoor works on behalf of the Dutch government and makes 
agreements with care providers on cost and quality of long-term (residential) 
care. Moreover, a zorgkantoor advices persons who need long-term care about 
possible options regarding their unique personal care needs and preferences 
(Luijkx et al., 2020). 

The slogan of the ACC Older Adults is ‘science in practice to contribute to 
person-centred care for older adults’ (Luijkx et al., 2020). We strive to create 
scientific knowledge and societal impact by conducting scientific research 
and creating products for practice in order to facilitate care professionals to 
involve older persons in their own care and support. We create scientific and 
societal impact in co-creation with older persons, care professionals providing 
long-term care to older persons, and researchers, in an equivalent way (Luijkx 
etal., 2020). The process of creating scientific knowledge and societal impact 
to contribute to person-centred care for older persons starts with a PhD 
study. In four to six years, a main research topic is studied through multiple 
sub-questions resulting in theoretical scientific knowledge. This knowledge 
is of value for scientists, managers and highly educated professionals (e.g. 
policy workers, elderly care physicians, psychologists) working in research 
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or long-term care practice. However, this theoretical knowledge is often 
too abstract to be used in daily care practice. Therefore, after a PhD study, 
a ‘science-to-practice project’ is started. A science-to-practice project is a 
scientific study in which the theoretical results ofa PhD study are translated 
into a practical tool or working method. Intensive co-creation between the 
researcher, older persons and care professionals is key to ensure that the tool 
or working method suits daily care practice well and is feasible to implement 
and leads to involving older persons in their own care and support. During and 
after a PhD study and a science-to-practice project, a communication expert, 
an education expert and an implementation expert employed by the ACC are 
continuously involved to think along with the researcher to share the research 
findings in a comprehensible and attractive way and make scientific knowledge 
directly applicable for practice. In this way, they enable the use in daily care 
practice and thus contribute to the societal impact (Luijkx et al., 2020). 

To be able to contribute to person-centred care for older persons and 
create scientific knowledge and societal impact, it is necessary to ensure 
that research questions arise from daily care practice, and thus from care 
professionals and older persons. In the ACC Older Adults, so-called science 
practitioners and research brokers play an important role. A science practi- 
tioner combines working in daily care practice — for instance, as a psychologist, 
policymaker, nurse specialist, or an elderly care physician — with a PhD 
study. A science practitioner formulates a research question starting from a 
question or problem in her or his daily care practice, which also fits within 
the main research theme of the ACC Older Adults (i.e. person-centred care) 
and one of the subthemes of study (i.e. autonomy, informal care, quality of 
care, participatory research, technological innovation, palliative care and 
dementia care). PhD studies are, for example, about intimacy and sexuality 
of older persons with dementia living in a nursing home (Roelofs et al., 2019a, 
2019b), autonomy (Van Loon, Janssen et al., n.d.; Van Loon, Luijkx et al., 
2019), access to care (Schipper et al., 2015a, 2015b), and the use of tobacco 
and alcohol by residents who live in a nursing home (de Graaf et al., 2021). 
Care organisations contribute to conducting the PhD studies of the science 
practitioners by enabling them to work on the research during contract hours. 
In the ACC Older Adults, science practitioners conduct about two thirds of 
the current PhD studies. 

Moreover, five research brokers, who also work as senior researchers, work 
within the ACC Older Adults. In their role as senior researchers, they conduct 
scientific activities at the university like submitting grant proposals and 
supervising PhD students and science practitioners. In their role as research 
brokers, each research broker connects closely with two or three partnership 
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organisations to foster and strengthen the collaboration and knowledge 
exchange between science and care practice. They get to know care practice 
from within by participating in relevant committees, for instance a science 
committee, by meeting and talking with older persons and care professionals 
in daily care and by meeting regularly with professionals who are enthusiastic 
about scientific knowledge exchange and implementing research findings into 
practice work. Moreover, they are able to discover topics that are relevant to 
formulate new research questions on and to detect possibilities to implement 
or share our knowledge. As such, research brokers contribute to improving 
care practice by using scientific knowledge (Luijkx et al., 2020). 

As explained above, in the ACC Older Adults, we aim to create new sci- 
entific knowledge about person-centred care for older persons to stimulate 
and facilitate professional caregivers to involve older persons in their own 
care and support to empower older persons. We strive to do so with, for 
and by older persons. Until now, older persons have mostly been included 
in our research in less active roles as research participants. Although their 
perspectives are the main focus of our research, older persons are usually 
not yet actively involved as co-designers of new studies or as co-researchers 
during execution of the study. 

‘There are several motivations for actively involving older persons in 
research as research partners, including substantive, normative and instru- 
mental reasons. The involvement of older persons is likely to improve the 
quality of research, as it better fits their knowledge, ideas, needs and priorities. 
Involvement of older persons in the dissemination and implementation of 
research products is likely to increase the fit and usefulness of products 
especially designed for these target group. Furthermore, older persons have 
the democratic right to be involved in the issues that matter to them (‘nothing 
about us without us’) (Baldwin et al., 2018; Scheffelaar, 2020). Inviting and 
encouraging them to participate as active and equal partners may contribute 
to feelings of empowerment, as they have more choice and control over the 
research which is performed with them, which also is likely to make them 
feel useful and significant. 

Moreover, there are many different ways in which participation of older 
persons can be realised. Older persons can be involved in a more structural 
way by providing their ideas and feedback, on a regular basis and transcend- 
ing individual. Several examples exist in the Netherlands using terms such 
as expert panel, older persons’ council and pool of client representatives. 
Additionally, there are examples in which older persons are involved in a 
specific research. In the role of co-researcher, older persons can be involved 
in the definition of the research question or topic, the development of a study 
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design, and in data collection; for example, they can conduct interviews, 
analyse data, present the study findings, or help translate study findings into 
practical tools (Baldwin et al., 2018; Bindels et al., 2014; De Graaff et al., 2019; 
Scheffelaar et al., 2020). 

Doing research with and by older persons in participatory research designs 
has high priority in the ACC Older Adults. To realise meaningful involvement 
of older persons, we decided to directly ask older persons themselves which 
contributions and roles they find important to make the ACC inclusive in 
the long term. In this way, we ensure that the cooperation and involvement 
of older persons does not remain instrumental or incidental, in other words, 
that older persons are only involved if researchers decide so. Instead, the 
participatory structure is co-designed together with older persons so that 
older persons can consider themselves when and how their contribution can 
be useful. By thinking along and making decisions together, a joint vision 
is created on the roles and tasks of older persons in our research and on the 
more abstract level of the ACC in general. 

To start engaging older persons in the ACC Older Adults, a preparatory 
group was set up in 2021. The preparatory group consisted of three older 
persons, one postdoctoral researcher and one implementation expert. The 
older persons differed in age (from sixty-seven to seventy-seven years old), 
sex (two male, one female), relations with care provision, and personal and 
professional background. The group met once or twice a month for one and 
a half hours to gradually draft a proposal on the participatory structure. 

‘The preparatory group developed a proposal for a Platform of Older Adults, 
in which eight to ten older persons would meet four times a year to give their 
requested advice and opinions on research issues of the ACC Older Adults as 
well as spontaneous advice. The proposal describes that the Platform of Older 
Adults should consist of older persons (sixty-five years and older) who receive 
care themselves or have experience with care in their close environment 
as relatives or volunteers. The preparatory group presented their proposal 
to the different stakeholders involved in the ACC Older Adults (including 
representatives of care organisations and researchers) and, after some minor 
adaptations, the proposal was formalised into a plan of action. 

The preparatory group thereafter helped set up the Platform of Older 
Adults by developing ‘job’ profiles for the future older persons who would 
become involved. Moreover, they proactively developed a handbook with 
regulations to define the assignment of the platform, to name the formal 
status and position within the ACC, and to establish a number of practical 
agreements with regard to the composition, communication and meetings 
of the platform. The preparatory group thereafter developed recruitment 
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material and participated in the recruitment and selection of new candidates. 
A financial budget was made available for paying older persons an allowance 
for their participation and for their travel expenses. The Platform of Older 
Adults was launched in January 2022. In 2022, they are further concretising 
their role in the ACC, while they also start being involved in research taking 
place within the ACC. 


3. Placing the perspective of older persons central 


Inthe ACC Older Adults, the perspective of older persons is placed central 
in the research. This way of working might empower the older persons them- 
selves. Moreover, these insights help facilitate and stimulate professional 
caregivers to involve older persons in their own care and support. By giving 
voice to older persons who are receiving care and support, care professionals 
are supported to place older persons at the centre of their care and support. 
Therefore, in most of the research projects in the ACC, the first empirical 
research question studies the perspective of older persons to maximise the 
impact of understanding the perspective of older persons. Qualitative methods 
of data gathering prove to be the most helpful to understand perspectives, 
meanings and experiences of older persons as a heterogeneous group regarding 
their capacities, limitations, goals, preferences and habits (Luijkx et al., 2020). 

To illustrate the value of studying the perspective of older persons, three 
examples of studies in the ACC Older Adults are provided below: two about 
living in a nursing home and one about the usefulness of narratives of older 
persons for quality improvement in care for older persons. These examples 
show how the perspectives of older persons are placed at the centre in both 
research and care practice to contribute to person-centred care for older 
persons. 


3.1 Sexuality and intimacy 


The shift from the biomedical model towards the person-centred care model in 
nursing home care (Koren, 2010; White-Chu et al., 2009) implies that nursing 
home residents, also those with dementia, are valued as unique individuals 
and are able to live their lives as they desire. Intimacy and sexuality, in a 
broad sense, are essential for all human beings during the whole life course, 
including nursing home residents with dementia (WHO, 2006). It is therefore 
important to enable experiences with intimacy and sexuality in nursing 
homes, despite the fact that it is often still a taboo. 
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Older persons with a more advanced stage of dementia live in nursing 
homes because they need daily care and support. Enabling residents to experi- 
ence intimacy and sexuality in the way they prefer should be a natural part of 
person-centred caregiving. According to a psychologist working within one 
of the partnership organisations of the ACC Older Adults, staff in nursing 
homes often experience and label sexual behaviour as problematic behaviour 
and do not feel equipped to enable residents in this life domain. This insight 
from daily care practice motivated a psychologist to conduct a PhD study 
about intimacy and sexuality of older persons with dementia living in a 
nursing home (Roelofs, 2018). 

The conducted study aimed to give voice to nursing home residents and 
their spouses (if relevant) and to make professional caregivers aware of these 
needs and to challenge them to act accordingly. Therefore, the study addressed 
the following overarching research question: ‘in what way can nursing home 
residents with dementia, and possibly their partners, be best supported in their 
wishes and needs with regard to intimacy and sexuality?’ (Roelofs, 2018). To 
discover the perspective of nursing home residents and their spouses, couple 
interviews have been held, but also individual interviews with residents and 
individual interviews with spouses (Roelofs et al., 2019a, 2019b). Although 
it was not easy to interview residents with dementia, it was possible and 
worthwhile (Roelofs et al., 2017, 2019a). The eight interviews with either 
individual residents or couples revealed that sexuality and intimacy is an 
individual matter that is interwoven with the whole life course. Different 
types of stories were shared by interviewees. Some stories started with the 
way spouses fell in love a long time ago, while other stories started with the 
onset of dementia. All interviews revealed that intimacy and sexuality are 
still important in their lives, despite the fact that dementia and the move toa 
nursing home had a great impact on these important aspects of life. However, 
residents and their spouses did not feel that the nursing home is a place where 
intimacy and sexuality can be experienced satisfactorily. This is prevented by 
practical, emotional and communicational issues, like the absence of a double 
bed, the lack of a secure feeling of privacy and the difficulty to talk about 
this topic with caregivers (Roelofs et al., 2019a). For example, although all 
participants found it important to be intimate within their relationship, only 
one couple experienced physical sexuality in the nursing home. Interviews 
with nine spouses of nursing home residents revealed similar experiences 
(Roelofs et al., 2019b). This knowledge challenges care professionals to think 
about how they can involve older persons and their partners in care and 
support to ensure that they can have such important experiences, also in 
nursing homes. 
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The second example about strengthening person-centred care and giving 
voice to older persons by placing their perspective central is about autonomy 
of older persons who live in a nursing home due to physical impairments. 
Based on a systematic literature review, autonomy can be described as the 
‘capacity to influence the environment and make decisions irrespective of 
having executional autonomy, to live the kind of life someone desires to live 
in the face of diminishing social, physical and/or cognitive resources and 
dependency’ (Van Loon et al., 2019). Two polarities of autonomy — decisional 
and executional autonomy (Collopy, 1988) — are taken into account in this 
description. Older persons who live in a nursing home might be able to de- 
cide how they prefer something without being able to execute this decision 
themselves due to their physical impairments. Autonomy in a nursing home is 
an example of relational autonomy because it is not about being independent 
in daily life but about being in relation with others. 

To be able to provide person-centred care, caregivers must establish and 
maintain a care relationship with older persons and get to know the core 
values of each resident. Autonomy needs to be seen as an interactive process, 
requiring the help and support of others (Abma et al., 2012). To find out how 
older persons with physical impairments living in a nursing home prefer to live 
their lives and maintain autonomy, one of the science practitioners conducted 
a PhD study about autonomy and has shadowed older persons. Shadowing 
is a non-participatory observational method in which the researcher, the 
shadower, observes the respondent, the shadowee, like a fly on the wall which 
comes close to experience, see, feel, hear and smell whatever the shadowee 
experiences (Van der Meide et al., 2013). 

The method of shadowing gives the opportunity to include all older persons, 
also those who are not able to verbally express themselves well due to frailty, 
dementia or aphasia. Seventeen older persons with physical impairments who 
live in two nursing homes have been shadowed during several hours on one 
day during morning care, meal times and activities. During the shadowing, six 
elements were seen that older persons use to maintain their autonomy: ‘being 
able to decide and/or execute decisions’, ‘active involvement’, ‘transferring 
autonomy to others like family members or other informal care givers’, ‘using 
preferred spaces’, ‘continuing the life you like to live’ and “deciding about 
important topics’, e.g. about medical decisions, treatment in a hospital, or 
access to the elderly care physician (Van Loon et al., n.d.). 

To enable older persons to be not only subject of research but also actively 
involved in care, the perspective of staff members has also been studied. Staff 
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members have been shadowed to find out which actions they take to enhance 
the autonomy of older persons with physical impairments. Moreover, an 
action research has been conducted in which older persons and staff members 
formulated concrete actions with the aim to strengthen the autonomy of 
older persons (Van Loon et al., 2022). By studying both perspectives of older 
persons and of staff members, and by facilitating a dialogue between older 
persons and staff members about the study insights, older persons become 
more empowered and actively involved in care; in this way, care and autonomy 
can be provided in a more person-centred way. 

Another way to involve older persons in their own care and support is listen- 
ing to the story of an older person for quality improvement, as is discussed 
in the third example. 


3.3 The story as a quality instrument 


A transition related to realising person-centred care concerns the approach 
chosen in quality research. Quality of care is assessed traditionally by means 
of quantitative survey instruments, such as the Consumer Quality Index (CQ 
index) (Triemstra et al., 2010). With the use of a quantitative instrument, a 
reliable and valid measurement can be achieved on relevant quality indicators 
including safety, physical body care, provision of meals and hygiene. As 
a standard for quality, the CQ index was used for a number of years as an 
obligatory measure for external accountability in the care provision for older 
persons (Triemstra et al., 2010). However, it is not always sure whether the 
indicators measured are relevant from the perspective of older persons or only 
from the perspective of care organisations and health insurers (Van Campen 
etal., 1998). Although such quantitative findings provide a general view on the 
experiences of older persons, they do not provide insight into individual levels 
of expectations, needs and wishes of care provision. Furthermore, the mean 
scores do not adequately represent the lifeworld of each unique older persons. 
In response to these observations, the ACC Older Adults has developed 
“The Story as a Quality Instrument’. This is a quality instrument that primarily 
focuses on the experiences of each individual older person (Scheffelaar et 
al., 2021). The quality instrument is based on narrative research principles, 
in which narratives or stories are obtained by avoiding a question-answer 
structure and simply encouraging older persons to tell their story (Rosenthal, 
2018). A rich description in a narrative helps to understand experiences of 
quality of care from each older person’s point of view, combined with other 
experiences such as social ties and life history (Rosenthal, 2018; Wang & 
Geale, 2015). Rather than structuring the relevant topics for them by posing 
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standardised questions, older persons prioritise themselves by talking about 
the topics that matter to them. 

To allow the older person to talk about their experiences freely, the 
interview is based on one simple open invitation: ‘you have been receiving 
care at organization X for a while. Please tell me about this’. After this open 
invitation, the flow ofa natural conversation is followed. The interviewer does 
not introduce any further themes, but keeps the conversation going by using 
non-verbal body language, such as nodding and verbal cues, like repeating 
the last sentence or using affirmative statements. When the older person 
seems to have finished a story, the interview moves on to the second stage. 
In the second part of the interview, probing questions can be posed using 
the wording of the older person to supplement information that is shared by 
the older person. Interviews are audio recorded and transcribed verbatim 
afterwards, and they are used to create a holistic portrait of each interviewed 
older person. A reliable representation of the respondent’s story is achieved 
by staying close to the respondent’s words. The holistic portraits can be used 
for a variety of purposes, including team reflection to achieve improvement 
in quality towards person-centred care (Scheffelaar et al., 2021). 

Care professionals play a special role in the execution of the quality instru- 
ment. After a training, they perform the role of interviewer and analyst as 
‘insider researcher’ (Leslie & McAllister, 2002; Unluer, 2012). In contrast to 
academics, care professionals benefit from their contextual knowledge of the 
care environment when relating to each older person and interpreting the 
interview content. Furthermore, listening to client experiences first-hand 
stimulates care professionals towards learning, increases their understanding 
of the client perspective, and supports their plans for improvement emerging 
from quality research. Care professionals interview older persons with whom 
they do not have a care relationship to ensure that older persons feel free to 
talk about anything that is important to them (Scheffelaar et al., 2021). 

A follow-up study has started to develop a structured approach for care 
professionals to jointly translate the narrative portraits into actions targeting 
quality improvement in the long-term care of older persons (Scheffelaar et al., 
2021). In this way, the rich stories of older persons including their experiences, 
needs and views become the key towards quality improvement of care. 


4. Future directions 


In the ACC Older Adults, we strive to empower older persons and involve 
them in their own care and support by creating scientific knowledge and 
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societal impact about person-centred long-term care for older persons, in 
co-creation with older persons, care professionals and researchers, in an 
equivalent way. We aim to place the perspectives of older persons central 
in each first empirical study of a PhD study. When older persons have a 
voice and can share insights into how they prefer to live their lives, they are 
empowered to share their needs and wishes. 

However, getting insight into the perspectives of older persons is not 
enough for empowering older persons and will not evidently lead to involve- 
ment of older persons in their own care and support. Therefore, care profes- 
sionals working in long-term care for older persons are as important as older 
persons themselves. For this reason, the perspectives of care professionals 
in addition to the perspectives of older persons are studied in the research 
of the ACC Older Adults (Roelofs et al., 2018; Waterschoot et al., 2022). 
These different yet complementary perspectives contribute to get insight 
into what is needed and can be done to empower older persons and involve 
them in their own care and support. Moreover, scientific knowledge is often 
not immediately applicable into care practice. Therefore, we started and will 
continue to translate our knowledge in co-creation with older persons, care 
professionals and researchers into practical tools and working methods that 
can be implemented in care practice (Haufe et al., 2019; Janssen et al., 2019). 

An additional benefit of discussing and implementing the study results 
about the perspective of older persons and about person-centred care on dif- 
ferent levels in a care organisation is that evidence-based practice is stimulated 
throughout the whole organisation. Hopefully, this fruitful approach will 
inspire others to do the same. 

To benefit from the involvement of older persons in our ACC, we want to 
move beyond studying the perspectives of older persons and strive to involve 
older persons structurally, for example, by having them provide input about 
research topics that are important to them. The Platform of Older Adults 
was installed with a preparatory group of four older persons, a postdoctoral 
researcher and an implementation expert to set up structural participation 
of older persons in the ACC Older Adults. 

The study results of the ACC Older Adults contribute to science as well as 
to policy and daily care practice. We recommend that the new insights from 
our studies are spread and implemented within care organisations at different 
levels. Most of the organisations providing care to older persons strive to 
provide care in a person-centred way. However, in daily practice, regulations 
and rules of care for older persons (e.g. time schedules for morning care or 
meal times, pragmatic habits and routines constraining, for example, sexuality 
and intimacy with a spouse) dominate daily care practice at the expense of 
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person-centred care. Therefore, a recommendation for policymakers and 
managers is to enable and stimulate professional caregivers to balance the 
perspective — in other words, the living world of each older person should be 
constricted only by rules and regulations that are essential. This would make 
it easier for care professionals to realise person-centred care in practice and 
might contribute to the empowerment of older persons. Limiting rules and 
regulations to the essential ones should provide care professionals liberty 
in being creative to involve older persons in their own care and support and 
to provide person-centred care. Moreover, is it recommended to share best 
practices of how to place the perspective of the older person central and how 
to care in a person-centred way within and between care organisations and 
preferably worldwide to encourage learning and improvement. 

Research that is characterised by scientific and practical relevance and 
practical tools and working methods that are actually used by care organisa- 
tions legitimise the existence and continuations of the ACC Older Adults. 
This motivates us to continue to develop new scientific knowledge and 
practical products based on this knowledge that fit care practice. Despite the 
realised results of the ACC, a thorough understanding of the impact and the 
implementation of practical tools and working methods is lacking. Whether 
and to what extent the ACC Older Adults is successful in contributing to 
person-centred care for older persons is still unknown. Therefore, to gain 
more insight into our impact on person-centred care in daily practice, three 
lines of development are valuable. First, at the scientific level, the way the 
ACC works needs to be scientifically substantiated; every step, including 
the development and implementation of different practical tools or working 
methods, based on our scientific insights, should be thoroughly evaluated. 
Second, an approach to evaluate and, if necessary, adapt the process of mak- 
ing scientific knowledge applicable for practice could bring the ACC a step 
further. Third, when the tools and working methods are implemented on a 
large enough scale, the impact and implementation should be evaluated in 
co-creation with older persons and care professionals to learn how, when and 
why our approach works and how it can be improved. 


Notes 


J; Each author contributed equally to this chapter 
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CHAPTER 8 


SILVER EMPOWERMENT: 
TOWARDS EMPOWERING POLICY, 
PRACTICE AND RESEARCH 


Katrien Steenssens, Tine Van Regenmortel & Jasper De Witte 


1. To expand the meaningful choices for all older people 


At its core, the paradigm of empowerment consists of a strengths-based 
perspective within a relational perspective (see Chapter 1). The strengths- 
based perspective stands for the acknowledgement and development of the 
sources of strength within the involved individuals, their personal network 
(containing individuals and organisations) and their community. Because 
of their preconditional character (as in their necessary requirements), par- 
ticular attention is paid to resilience and experiential knowledge as sources of 
strength. The relational perspective brings to the fore the shared responsibility 
for empowerment on and among all levels of society, with its accompanying 
duty to create those conditions that enable empowerment of the target group 
at hand (see Chapter 1 on ‘enabling niches’). 

The concept of Silver Empowerment expresses an empowerment approach 
to older people. As such, it counteracts the dominant discourse of ‘ageism’ 
that narrowly stresses unproductivity, vulnerability, decline, loss and depend- 
ency in the lives of older people. At the same time, it breaks open the widely 
used concept of ‘active ageing’, with its tendency to overlook realities of 
social vulnerabilities, disadvantages and marginalisation. In doing so, Silver 
Empowerment does not seek to impose a new singular ideal of how older 
people should live or what their lives should look like. On the contrary, it seeks 
to expand the meaningful choices on the basis of which all older people are 
able to maximally gain mastery over their own life. Two intertwined notions 
here deserve some digression: ‘meaningful choices’ and “all older people’. 

The notion of ‘meaningful choices’ here can be a tricky one, as determining 
a preferred choice depends not only on the choice that is expressed. Indeed, 
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this choice in turn is influenced by many tools consciously or subconsciously 
used to present a choice, for example, the number and wording of the choices 
offered (Johnson et al., 2012; Johnson, 2020). A relevant example of a discus- 
sion of the influence of ‘choice architecture’ can be found ina recent study on 
ageing at the Flemish countryside, more precisely in its critical approach of 
the often empirically identified, policy influencing preference for ‘Ageing In 
Place’ among older people (De Decker et al., 2018). In the context of, among 
others, the observation that not all neighbourhoods are suitable to age in 
place (see also Chapter 4), the authors argue that the so-called overall wish 
of older people to stay put and age in place often is not a matter of ‘wanting’ 
but a matter of ‘having to’ because of a lack of appropriate, affordable and 
appealing (in other words, meaningful) alternatives. There is no real choice, it 
is concluded, because for many older persons there is only one (undesirable) 
alternative: the residential care centre. De Decker et al. (2018) suggest to 
at least complement measures focused on ‘Aging In Place’ with measures 
geared at its counterpart ‘Moving In Time’ through the creation of a variety 
of types of neighbourhoods and residences meaningful for all older people. 

Even more than referring to the inclusive quality of empowerment, the notion 
of ‘all older people’, stresses the specific attention that should be paid to vulnerable 
and ‘at-risk’ groups among the group of older people as a whole. These groups are 
identifiable along the lines of personal, social and community characteristics, 
suchas deprivation, migration background, age (younger versus older old), type 
of personal network and neighbourhood characteristics (see Chapters 3 and 4). 
Not only do these groups suffer more from the problem at hand (i.e. loneliness 
and inappropriate housing); at the same time, they tend to be under-represented 
in (large-scale and long-term) research and many types of policy and practice 
consultations. Hence, unless specific attention in terms of means and methods 
is paid to vulnerable groups, the people that suffer the most risk being met with 
choices that least fit their circumstances, needs and preferences. 


2. Principles to shape empowering policy, practice and 
research 


Through applied research based on the empowerment paradigm and its 
accompanying theoretical framework (see Chapter 1), a number of guiding 
principles to develop individual empowering policy, practice and research 
has started to emerge (Steenssens & Van Regenmortel, 2007a; Steenssens 
et al., 2009). Using these principles as touchstones during the process of 
development and implementation of an intervention offers feedback about 
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the extent to which the intervention, in the light ofits purpose and execution, 
can be expected to actually lead to empowerment. 

These principles can also be used as quality criteria to evaluate interventions 
that aim to realise empowerment. This makes sense, as the more one invests 
in the formative stage (the empowering process), the higher the likelihood 
of results in the summative stage (empowerment as an outcome or product). 

The visual representation of these principles has become known as ‘the 
empowerment flower’ (Van Regenmortel, 2015). The heart of this empower- 
ment flower contains the core principles. 


Figure 8.1: The core principles of empowerment 


Its visual representation expresses the following: 

- The centrality of the dual principle of ‘strength in and through connection’. 

- The cornerstone principles that contribute to the central principle: a posi- 
tive stance, participation, inclusiveness and an integral perspective. Each 
of these principles is accompanied by a specific method of action that can 
support the empowering implementation of the principle: structuration, 
proactive action and outreaching, groupwork and coordination. 

-  Theinterdependency ofall five core principles: they reinforce one another. 
Hence, respecting all five principles maximises the aimed for strengthen- 
ing process of empowerment. 
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2.1. Strengths in and through connection 


The first principle of any silver empowering policy, practice or research 
intervention is characterised by is the central ‘strength in and through con- 
nection’ principle. Chapter 3, on the loneliness among older people, highlights 
this central principle with its focus on the development of resilience and the 
importance of social connections. 

This principle stems from the basic empowerment assumption that the 
strengths of any target group (e.g. older persons) can be unlocked, developed 
and maintained in and through fostering 
— the psychological connection of the individuals with themselves and 
— the social connection of these individuals with others, the communities 

they are part of and, ultimately, society at large. 


Instead of striving for independence, this process is about realising a strengths- 
based autonomy in connection. Chapter S illustrates this goal by discussing 
how formal care can strenghten informal caregivers and citizen initiatives 
for care of older people. 


2.2. A positive stance 


Second, silver empowering policy, practice and research presuppose a basic 
attitude and a basic way of working with all stakeholders involved that can be 
termed as ʻa positive attitude’. This positive attitude feeds into all other working 
principles and is characterised by acknowledging equivalence, mutual respect, 
trust (presupposing reliability and transparency) and reciprocity (see Chapter 1 
on ‘the power of giving’). Hereby, it is important that all stakeholders respect 
each other's autonomy, also (or especially) the autonomy of older persons and 
their groups at risk: experiencing autonomy motivates, gives support, amplifies 
the belief in one’s own possibilities and stimulates a feeling of belonging. 
Depending on the topic at stake — or, in the case of interventions, involving 
multiple groups, organisations or policy areas — this principle can be reinforced 
through applying structuration to the intervention (e.g. Van Regenmortel, 
2015). Structuration stresses the importance of jointly creating a tailored plan 
in which the possibilities of the individual and his or her environment are 
described, goals are put forward and priorities on the short and long term 
determined. Sucha plan not only enhances the understanding of the problem 
at stake and its solutions, but it also gives those persons a voice and offers 
structure and insight into what works. Hence, structuration clearly results 
in more transparency. At the same time, it offers footholds for participation. 


SILVER EMPOWERMENT: TOWARDS EMPOWERING POLICY, PRACTICE AND RESEARCH 201 
2.3. Inclusiveness 


A third hallmark of silver empowering policy, practice and research is an 
inclusive approach: they are geared towards all different identifiable subgroups 
among older people and all stakeholders involved in realising the intervention. 
Chapter 4 discusses this principle in the context of neighbourhood-oriented 
care, which offers a starting point to counteract discrimination or stereotyping 
of older people; at the same time, however, questions arise concerning the 
feasibility of neighbourhood-oriented care in deprived neighbourhoods or 
remote areas. 

To include all subgroups and especially those that are most at risk, special 
attention can be paid to ‘outreaching’ (Van Doorn et al., 2008; Van Regen- 
mortel, 2008). Outreaching implies going out into the open and contacting 
people at risk in their own living environment, such as welfare and community 
centres, public parks or even pubs or tea rooms. The essence lies in making 
contact and establishing a dialogue, that in turn and over time can become 
the starting point of psychological and social involvement. For vulnerable 
citizens, outreaching offers opportunities to reconnect. 

Outreaching fits in the broader approach of ‘proactive action’, a concept 
referring to solution-oriented measures and initiatives in which the initiating 
responsibility to take up social rights and services shifts from the beneficiary or 
recipient to the supply side (Goedemé & Janssens, 2020; Van Gestel et al., 2022). 


2.4. Participation 


Fourth, empowering policy, practice and research are participatory. The 
aim is to achieve maximum input and influence, at least from the most 
directly concerned parties. For Silver Empowerment, this means that older 
persons should be able to influence an intervention (relating to ‘control’) 
based on information and insight (relating to ‘critical awareness’). As in any 
participatory process, the breadth and depth of the actual influence can vary 
considerably. The breadth of participation relates to the following question: 
to which stages (ranging from putting a topic on the agenda to the evaluation 
and adjustment of an intervention) will the participation relate? The depth 
of participation relates to the following question: how will the participation 
occur (ranging from consultation for improvement to co-creation) and what 
impact will it have? Two different examples of participation in research can be 
found in Chapter 6 concerning empowerment in participatory action research 
and in Chapter 7 describing the initiation of structural participation of older 
persons in the Academic Collaborative Center Older Adults. 
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From an empowerment perspective, the maximum breadth and depth 
of participation is, of course, preferable, but context and the available time 
and means often pose challenges to find a balance between the desirable 
and the attainable level of participation. Without ‘reasonable’ participation, 
however, no policy, practice or research intervention can be empowering for 
the ultimate target group. 

With this principle, the notion of ‘perceived control’ in the definition of 
empowerment comes into play. It should be clear that this notion relates 
both to a psychological sense of personal control as well as a concern with 
actual social influence, political power and legal rights (Steenssens & Van 
Regenmortel, 2013). Hence, it integrates perceptions of personal control with 
behaviours (e.g. participation) to exercise that control. 

The empowerment framework and research furthermore suggest that atten- 
tion should be given to the use of empowering techniques in the participative 
creation and execution of interventions, such as collaboration and group work 
(Steenssens & Van Regenmortel, 2007b; Paes, 2010). Through discussion and 
consideration, these techniques offer participants the chance 
— to give and receive a more accurate view on the nature of the subject and 

possible solutions, which in turn offers starting points for 
e anincrease of knowledge, 
e asharpened critical awareness, 
e the development of self-awareness and an enhanced self-image, 
e the development and use of skills; 
— to create more mutual commitment and more involvement with the 
subject, which in turn offers starting points for 
e the development of mutual understanding and a sense of belonging, 
e the development of collective strengths and qualities, 
e stimulating the motivation and the desire to exert influence. 


2.5. Integral perspective 


Last but not least, for Silver Empowerment to arise in policy, practice and 
research, it is equally crucial to take the unique needs of older persons into 
account based on an integral —- meaning holistic and multidisciplinary — 
perspective. Topics need to be approached with respect to various (physical, 
psychological, social, financial, etc.) domains, and in a way that the past, present 
and future are taken into account. This principle clearly comes to the fore in 
the description of the intervention ‘Bras dessus Bras dessous’ in Chapter 3. 
By listening to older persons and by focusing on the ‘insider perspective’, 
researchers can gain insight into the personal meaning older persons attribute 
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to the topic at hand. Such ‘experiential knowledge’ allows for the creation, 
adjustment or evaluation of interventions to their specific needs and hence 
enhances their participation (Gobbens, 2017). Furthermore, an integral 
perspective also pays attention to important social, structural and physical 
barriers in the environment, such as the accessibility of services, initiatives 
and public transportation (see Chapter 1). 

This principle of an integral perspective will often necessitate the involve- 
ment of multiple (domain-specific) stakeholders. It is then recommended 
to pay attention to the coordination of the intervention, meaning that one 
actor manages and coordinates all aspects of the intervention. In this regard, 
it is important to jointly formulate goals and work in partnership to realise 
a collective strategy. 


3. Going the extra mile 


The discussion of the interrelated core principles to develop, implement and 
evaluate empowering interventions — be it in policy, practice or research — makes 
it clear that good intentions alone will not suffice to accomplish the aimed for 
strengthening process of Silver Empowerment. One will have to be willing to 
go the extra mile to maximally reach and involve all older people, pay attention 
to and develop all their strengths, stimulate their mutual connections and 
guarantee their impact. This ‘extra mile’ consists of applying the necessary 
means and methods to assure that no one is left behind and that meaningful 
choices are available for everyone. As such, Silver Empowerment invites poli- 
cymakers, caregivers and researchers to combine a strong beliefin democratic 
values with a sustained effort to uncover and involve everyone's strengths. 
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AFTERWORD 


Tine Van Regenmortel & Jasper De Witte 


Empowerment is the overarching perspective of this book. On the one hand, 
this paradigm challenges the stereotypical image that older people are, by 
definition, vulnerable and fragile; on the other hand, there is ample recognition 
of vulnerability and the need for care. Therefore, we do not go along with a 
discourse of successful ageing versus non-successful ageing in which older 
people who need less care are considered more successful than those who 
need more care. Silver Empowerment aims to include older people and give 
them a clear voice and say in their care process and in policy, and it simultane- 
ously addresses existing structures that disempower older persons. Silver 
Empowerment appeals to the strengths and competences of older persons 
but does not imply a call for further individualisation and self-responsibility 
whereby the cost of care has to be kept as low as possible and every citizen 
has to maximise their economic return. It avoids one-sidedly blaming the 
victim or the system, and it instead emphasises a shared responsibility for 
exclusion, whereby individuals, organisations and the system all have agency 
to counteract exclusion within certain boundaries. For this, connections 
to others and to society, based on relationships of trust, are of the utmost 
importance. 

Every older person deserves to age in dignity and with a high quality of 
life. Unfortunately, the way the care and support system for older persons is 
structured insufficiently values their strengths and respects their dignity. It 
is crucial to take on a person-centered, inclusive and holistic approach with 
regard to the care and support system for older persons, and in regard to their 
lives in general. In large-scale institutions, things are, for example, too often 
done for older persons instead of with or by them. Further, the dominant 
negative image of ageing also reinforces ageism, discrimination based on 
old age. For along time, psychological support in Belgium was, for example, 
reimbursed for all age groups except for older persons, although many older 
persons would also benefit from such support. This example demonstrates that 
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society and policymakers too often interpret older persons as unproductive 
and passive, and they focus too much on the medical side of the story and 
forget to sufficiently consider psychosocial needs. 

Empowerment concurs with various current ubiquitous policy ideas 
such as deinstitutionalisation, person-centered care, ageing in place, caring 
neighbourhoods and active ageing. However, in contrast to some of these 
concepts, empowerment specifically emphasises the importance of having 
sufficient attention for social inequality, vulnerability and disadvantage 
and not imposing a singular ideal of how older people should live (e.g. ‘ac- 
tive’). Rather, empowerment focuses on expanding meaningful choices 
through which older people can gain more mastery over their own lives. 
This framework emphasises the importance of participation, reciprocity 
in relations and inclusiveness, and it can be used to guide a wide variety of 
empowering interventions on the individual, relational and structural levels. 
The lifeworld of community-dwelling older persons who are confronted with 
age-related adversities (e.g. health and mobility limitations, decreased social 
networks) increasingly revolves around their own home and neighbourhood. 
In this respect, empowerment stresses the importance to adapt individual 
and environmental characteristics to their individual needs, so that they can 
fully participate in society, sustain a satisfying social network and safeguard 
their quality of life. Indeed, the place where older persons live matters and 
can hinder or stimulate their mobility, participation and general well-being. 
It is, for example, important to provide sufficient psychological support (to 
learn to accept vulnerabilities that cannot be overcome) and to take away the 
structural barriers that impede older persons to participate, for example, by 
adjusting pavements and public transportation so that they are wheelchair 
friendly or by providing accessible and affordable individual transportation 
for older persons who are unable to use public transportation. Further, it is 
equally crucial to provide sufficient meeting places, green spaces, local shops 
and public services in the local neighbourhood or, in some cases, to stimulate 
‘moving in time’ in order to age in place. 

Further, this book shows that loneliness is one of the most important indica- 
tors for well-being and that it is accompanied by enormous economic and 
opportunity costs for individuals, families and society in general (e.g. related 
to health and care expenditure). Therefore, this subject merits necessary 
attention from policymakers, social organisations, individuals and society 
in large. However, although loneliness is a complex phenomenon that needs 
a wide range of interventions on the micro, meso and macro levels, often an 
all-encompassing vision is lacking, and too little emphasis is in particular 
placed on preventive measures. In this respect, empowerment is useful to 
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improve loneliness interventions because it starts from a strengths-based 
perspective that focuses on resilience, strengths and connections. ‘This is 
especially important for older persons who are too often unjustly considered 
to be vulnerable and fragile, which negatively affects their possibilities to 
create and maintain social relations. Based on the empowering principles (i.e. 
strength and connection, integral perspective, positive stance, participation 
and inclusiveness), loneliness interventions can be developed that reinforce 
the strengths and connections of older persons: health promotion, stimulating 
general resilience, reimbursing psychological support, taking away structural 
and financial barriers to participation, stimulating ‘the power of giving’ and 
‘moving in time’. 

The empowerment framework is also useful to guide ‘caring neighbour- 
hood’ initiatives, since the place where people live matters in old age and 
can both stimulate empowerment and disempowerment. In this respect, 
the inclusive view behind neighbourhood-oriented care implies that car- 
ing neighbourhoods should not start from a deficit view but rather seek 
transversality and mutual support in the community by focusing on the 
strengths and connections of people. Such a strengths-based approach not 
only counteracts ageism, but it also stimulates social cohesion and weak 
ties in a neighbourhood. Moreover, empowerment considers the vulnera- 
bilities of individuals and neighbourhoods (e.g. limits to mutual support 
by neighbours, not all neighbourhoods are good places to age well), which 
is crucial to avoid reinforcing existing inequalities or establishing new ones 
with those ‘caring neighbourhood’ initiatives. Further, with respect to the 
triadic care between client, professional and informal caregiver, professionals 
can use empowering principles to create enabling conditions that enhance 
collaboration and mutual support. Indeed, stable connections between this 
care triad that are based on trust are prerequisites for a positive outcome. 
For this, policy should be directed at supporting and empowering informal 
caregivers and consider them as co-experts ‘with their own specific needs’. 
Hereby, it is again important to take some pitfalls into account. Such initiatives 
could reinforce inequalities or establish new ones because both neighbourly 
support and citizen initiatives are often reserved for those who are better off, 
and vulnerable citizens often have more difficulties appealing to informal 
care networks. Also, policymakers and professionals should not take over 
these bottom-up, informal initiatives but rather respect their informal, often 
organic nature (which is often their actual power) by acting on the basis of 
equity as an empowering method of action. 

Further, participatory action research with older persons can both lead 
to empowerment and disempowerment. Therefore, it is crucial to reflect on 
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normative and ethically challenging situations and to consider the specific 
situation of the older person (experiences, desires, capacities) to avoid disem- 
powerment. For this, one has to develop oneself as a reflexive practitioner and 
consider individual emotions and hardships when collaboratively working 
out the right course of action. By creating enabling conditions during such 
research, more instrumental and proportional knowledge can be co-created, 
which is empowering for all actors involved. Similarly, in academic collabora- 
tive centres where scientific knowledge and societal impact is co-created by 
older persons, professionals and researchers, it is crucial to give voice to older 
persons and professionals and involve both actors in an equitable way during 
this process as empowering methods of action. 

Silver Empowerment is based on five core principles: strengthening in and 
through connecting, an integral perspective, a positive stance, participation 
and inclusiveness. These principles form a useful guide to develop, implement, 
evaluate and improve the care and support system for older persons — be it in 
policy, practice or research. Therefore, it is not just another rhetoric but, on 
the contrary, it requires a different way of thinking and acting and a different 
design for care and policy. Not only words but also actions are needed to put 
Silver Empowerment into practice. Let us start together to deal with this 
challenge and strive for a warm, inclusive and age-friendly society. 
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